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Abstract 
Background: Raising a child with an intellectual disability can present parents with many 
challenges. Factors that have been demonstrated to positively impact on the mental and 
physical health of parents of children with an intellectual disability include greater clinical, 
family and social supports. One avenue of support that has been rarely explored is the role of 
spirituality and organised religion in supporting parents of children with an intellectual 
disability. 
Aim: The aim of this literature review was to investigate the role of spirituality and 
organised religion in the lives of parents of children with intellectual disability, specifically 
Down syndrome. 
Methods: Electronic searches of Web of Science, Psychlnfo, Medline, Scopus and CINAHL 
and manual searches of reference lists identified relevant articles from 1984 to 2010. Studies 
were included if the topic involved one or more of the following main search terms: Down 
syndrome, spirituality, religion, support, coping, family supports, psychosocial factors and 
acceptance. Articles were restricted to reviewed literature published in English. A narrative 
analysis of this research was conducted. 
Results: For many parents of children with a disability, spiritual beliefs and organised 
religion were both beneficial as a stabilising force, helping parents to cope with psychological 
and physical stressors of parenting. Furthermore this literature review highlighted that due to 
its personal nature, spirituality is perceived a stronger source of support than organised 
religion by parents of children with intellectual disabilities. 
Conclusion: This review highlights the need for further research to explore the role of 
spirituality and organised religion as a coping resource for parents of children with 
intellectual disabilities. 
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Supervisors: Dr Sonya Girdler1, 
Dr Helen Leonard2, 
Ms Marie Collins2, 
Ms Jenny Bourke2 and 
Ms Ami Bebbington2 
Edith Cowan University(l) 
Telethon Institute for Child Health Research(2) 
Submitted: October 2010 
, ,; /[ 1 i 
Introduction 
Raising a child with an intellectual disability can present parents with many challenges that 
may not be centred on their child's disability, but on the impact of the disability on family 
functioning, acceptance, adjustment and quality oflife (Friedrich, Cohen, & Wilturner, 1988; 
Olson & Hwang, 2001; White, 2009). Having a child with an intellectual disability requires 
adjustment to parent's new life role as a carer and adaptation to the needs of their child 
(Olson & Hwang, 2001 ). Adaptations or lifestyle changes such as modified work patterns and 
social relationships are all factors that influence stress and coping of new mothers (Raina et 
al., 2005; Wayne & Sheama, 2005). It is widely recognised that in the majority of cases 
mothers are primary caregivers to their children (Bourke et al., 2008; Neely-Barnes & Dia, 
2008; Olson & Hwang, 2001; Raina, et al., 2005). 
The majority of research examining the impact of having a child with an intellectual 
disability has focused on negative outcomes such as maternal stress and depression (M. B. 
Olsson & Hwang, 2001; S. F. Oelofsen & Hwang, 2002). Parents of children with an 
intellectual disability often report higher instances of stress, anxiety and depression than 
parents of typically developing children (Friedrich, et al., 1988), as confirmed for depression 
in a recent meta analysis (Singer, 2006). Maternal mental health is negatively impacted by 
their perceptions of self competence, poor coping skills, and reduced participation in chosen 
occupations and leisure activities (Bourke, et al., 2008; Friedrich, et al., 1988; Olson & 
Hwang, 2001). Child factors that are reportedly associated with poorer maternal mental 
health include child's emotional dysfunction (Abbeduto, Seltzer, & Shuttuck, 2004; Bourke, 
et al., 2008; Dabrowska & Pisula, 2010; Eisenhower, Baker, & Blacher, 2005; Raina, et al., 
2005), lower intellectual functioning, excitable temperament and poor physical health 
(Lawson, 2006). Overall the research has highlighted that the greatest stressor for mothers of 
children with an intellectual disability is child behavioural problems (Bourke, et al., 2008; 
Friedrich, et al., 1988; M. B. Olsson & Hwang, 2001). 
In contrast, factors that have been demonstrated to positively impact on the mental and 
physical health of parents of children with an intellectual disability include greater clinical, 
family and social supports (Gallagher, Phillips, Oliver, & Carrol, 2008; Shu & Lung, 2005; 
Siklos & Kerns, 2006). One avenue of support that has been rarely explored is the role of 
spirituality and organised religion in supporting parents of children with an intellectual 
disability. 
: q l i J ·,~ i I,_\ Ji 
The objective of this literature review was to investigate the role of spirituality and organised 
religion in the lives of parents of children with an intellectual disability, specifically Down 
syndrome. In particular the role of spirituality and organised religion in buffering the 
stressors associated with having a child with Down syndrome or intellectual disability were 
explored. Spirituality and organised religion were examined as individual concepts in terms 
of their role in facilitating acceptance, coping and providing a support system to parents of 
children with Down syndrome or intellectual disabilities. 
Theoretical Framework 
Fewell's theoretical conceptualisation of spirituality and organised religion as operationalised 
in the Religiosity scale, will be used as the framework for this study (Fewell, 1986). Fewell 
and colleges, in an effort to investigate the types of supports available to parents of children 
with disabilities developed the Questionnaire on Family Support Systems. The 14 page 
questionnaire was composed of six subscales, one of which included religious organisations 
and personal beliefs. The questionnaires were mailed to 135 mothers of children with Down 
syndrome living in all areas of the United States in 1986 and 59% (n=80) of these mothers 
agreed to participate in the study. A 12 item religiosity scale, a self-report measure with 
adequate internal consistency (Cronbach alpha= .84 ), was developed to measure perceived 
support from religious organisations and personal beliefs (Haworth, Hill, & Glidden, 1996). 
This scale has since been used in recent studies by researchers, such as Haworth and colleges 
(1996) and Glidden and her colleges (1999; 1993; 1993) to measure religiosity with various 
population groups that include parents of children with developmental disabilities. 
-~---~~Fewell (1986) describes spirituality as both the personal and religious beliefs held by an 
individual. Religious beliefs refer to beliefs that are closely associated with faith, belief in a 
spiritual being and the efficacy of prayer. Personal beliefs are conceptualised as an 
individual's personal set of values or framework for living and understanding life. Organised 
religion is defined as a religious institution within a community where beliefs and principles 
are congruent to that organisation's written scriptures, creeds and doctrines (1986). In this 
literature review, spirituality and organised religion will be examined as distinct concepts in 
terms of their role in facilitating acceptance, coping and providing a support system to 
parents of children with Down syndrome or intellectual disabilities (Fewell, 1986). 
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Methods 
Five databases were electronically searched to identify relevant articles for inclusion in this 
review. These were the Web of Science, Psychlnfo, Medline, Scopus and CINAHL. Each 
database was searched from its earliest records due to the paucity of information available in 
the area of spirituality and organised religion as a support for parents of children with Down 
syndrome or families with an intellectual disability. The main search terms were: Down 
syndrome, spirituality, religion, support, coping, family supports, psychosocial factors and 
acceptance. These terms were truncated, exploded and adjusted to include all relevant 
terminology under these headings. Reference lists of the reviewed articles were manually 
searched as well as the journal database of Religion, Disability and Health. All database 
searches were restricted to include peer reviewed literature published in English. 
Search concepts used 
Search Terms 
Term 1 
Term 2 
Term3 
Term4 
Inclusion Criteria 
Search terms or phrases 
Down* syndrome, Intellectual disability, 
Mental retardation 
Child*, adolesce* 
Spirituality, religion, religious practices, 
belief systems, faith 
Coping, Resilience, support, psychosocial 
factors, supports for parents, anxiety, stress, 
Psychological factors 
A priori criteria for inclusion of studies were first applied to the abstract, then the full text 
article if the abstract did not provide adequate information. Articles were included in the 
review if they focused on spirituality and organised religion as a support system for parents 
of children or families with an intellectual disability. Articles of particular interest were those 
specifically examining the role of spirituality and organised religion in providing support for 
parents of children with Down syndrome, particularly within the areas of coping, acceptance 
and positive well being. A narrative review was undertaken to summarise the findings. 
Results 
Spirituality 
Spirituality is conceptualised as both the religious and personal beliefs held by an individual 
(Fewell, 1986). Although clearly linked spirituality and religion should be viewed as 
conceptually distinct constructs. Individuals do not necessarily have the to be followers of a 
specific religion to consider themselves spiritual (Canda, 1999). Both aspects of spirituality 
defined in the methodology may potentially influence the coping of mothers of children with 
Down syndrome. 
Faith 
Spirituality can be further interpreted as an intensely personal and individual belief system 
that can be expressed through statements of faith consistent with an individual's sense of 
identity, culture, religious beliefs, ethnicity (Sulmasy, 1997) and belief in a greater being 
(Poston & Turnbull, 2004). Faith is defined as the confident belief or trust in the truth of a 
person, idea, or thing, it is acceptance of what we cannot see but believe (Hornby, 2000). 
Research has highlighted that parent's gain strength and meaning from their faith that assists 
them in relating to their child with a disability (Dollahite, 2003; Marshall et al., 2003; Poston 
& Turnbull, 2004; Skinner, Correa, Skinner, & Bailey, 2001). Parents reported that their 
foitli in God had assisted them in personal and spiritual growth (Tam & Poon, 2008), to make 
sense of disability (Marshall, et al., 2003), as well as deal with the challenges that disability 
may present (Marshall, et al., 2003; Poston & Turnbull, 2004). The overall positive impact 
that faith and belief systems have in facilitating coping among parents of children with 
intellectual disability are evident in the finding that faith buffers the impact of stress on well-
being (White, 2009). 
Coping 
Coping is defined by Pargament (1997) as a highly interactive process through which 
individuals try to understand and deal with significant personal or situational demands in life, 
involve both belief systems and behaviours (Pargament, 1997). Religion and spirituality has 
been described as supporting the coping of parents of children with intellectual disability in 
two ways (Haworth, et al., 1996). Firstly, it can serve as a means of interpreting and giving 
meaning to disability (Fewell, 1986; Haworth, et al., 1996; Poston & Turnbull, 2004; Treloar, 
2002). Secondly, it may also provide a system of support to help cope with the daily realities 
of rearing a child with Down syndrome or an intellectual disability (Fewell, 1986; Haworth, 
et al., 1996; Perkins, 2001/2002; Swinton, 2001; Tam & Poon, 2008). This dynamic support 
system has been found very valuable to parents of children with intellectual disabilities 
(Fewell, 1986). 
Making sense of disability 
Spirituality can be important in the process of parents establishing meaning and making sense 
of disability experienced by their child (Fitchett, 1993 ). A study involving 16 families living 
with a child with an intellectual or physical disability who identified as Latter-Day Saint's 
highlighted the importance of personal and family religious beliefs in assisting parents to 
make sense of disability (Marshall, et al., 2003). Parents reported that faith, time, reflection 
and spiritual beliefs were important in reaching an understanding of disability (Marshall, et 
al., 2003). For these families religious and personal beliefs were intertwined and strengthened 
by their own experience of disability (Marshall, et al., 2003; White, 2009). 
Meaning of disability and acceptance 
The outcome of the use of religious beliefs as a framework for understanding the reason 
behind Down syndrome differ considerably (Ekas, Whitemanm, & Shivers, 2009) from 
intense positive experiences of personal growth and knowledge to despair (Marshall, et al., 
2003). Haworth and colleagues in their research with 204 families of children with 
developmental disabilities, formed the conclusion that acceptance is mediated through 
religious beliefs, and that positive well being is associated with parents viewing their child as 
a "gift from God"(Haworth, et al., 1996). This conclusion was supported by Marshall and 
colleagues (2003), who reported that parents perceived their child as a "blessing", sent to 
bring their family closer together (Marshall, et al., 2003) to achieve greater spiritual growth. 
In contrast other parents have described seeing their child with Down syndrome as a 
"punishment from God" for sins or wrongdoing (Coulthard & Fitzgerald, 1999; Pargament, 
1997) or viewed God as unavailable to them in times of need (Tarakeshwar & Pargament, 
2001). These studies demonstrate the range of experience described by parents of children 
with intellectual disability using religious beliefs as a support system. 
Spirituality can enable self transformation and growth of beliefs providing a source of inner 
strength to cope with the meaning of disability (Gordon, 2009; Zhang & Rusch, 2005). 
Research conducted by Marshall and colleagues (2003) suggested that for many parents, 
parenting a child with a disability contributes to personal growth. Some parents reported that 
raising a child with a disability facilitated a better understanding of themselves: teaching 
them patience, acceptance, tolerance, perseverance, compassion and unconditional love 
(Gordon, 2009; Marshall, et al., 2003). Additionally, personal spiritual beliefs influence 
parent's response to life by helping them to understand the meaning and purpose of disability 
(Poston & Turnbull, 2004). A deeper understanding of spirituality and acceptance of self and 
having a child with an intellectual disability has been linked to the alleviation of 
psychological stress and concerns related to each developmental stage of the child (Canary, 
2008; Treloar, 2002). 
Acceptance 
Acceptance is a cognitive or emotional state which allows individuals to validate and confirm 
their situation (Homby, 2000) and has been described as the key factor in coping with 
experiences of having a child with a disability (Poston & Turnbull, 2004). Spirituality and 
faith in God can facilitate a positive acceptance of disability (Zea, Quezada, & Belgrave, 
1994). Skinner, et al(2001 ), reported that parents faith tended to increase after coming to 
terms with their child's condition. White (2009), following a mixed methods study which 
examined the influence of religiosity on well-being and acceptance, reported that parents of 
children with Autism spectrum disorder described their religious faith as a source of strength 
,,: , , ID raising their child, finding meaning in their experience. Religious faith was also imp01tant 
in helping them to accept their role as a care giver. 
Personal beliefs and faith are important in facilitating acceptance of disability for parents 
(Bennett, Delucia, & Allen, 1995; Fewell, 1986; Poston & Turnbull, 2004; Skinner, et al., 
2001 ). Lloyd and Hastings (2008), in a longitudinal study of 91 mothers of children with an 
intellectual disability examined those psychological variables which facilitated coping. 
Findings revealed that improved acceptance was predictive of positive adjustment (Lloyd & 
Hastings, 2008). Collectively, this research highlights the importance of personal beliefs, 
values and understanding in facilitating parents acceptance of having a child with disability 
(Eka.s, et al., 2009). 
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Coping: using personal and religious beliefs 
Religious and spiritual beliefs may act as a supportive or distressful source of coping for 
parents of children with disabilities (Coulthard & Fitzgerald, 1999). Haworth (1996), in a 
study aimed at exploring the use of religious beliefs as a coping resource for parents of 
children with intellectual disability reported that religious beliefs were useful and provided 
parents with meaning for disability and further strengthening their purpose in life (Haworth, 
et al., 1996). In contrast, some parents experienced feelings of anger and frustration toward 
God; others reported that having a child with a disability caused them to feel that they had 
distanced themselves from God such that they question their current religious beliefs 
(Coulthard & Fitzgerald, 1999). 
Spirituality has been described as having a central role in helping parents to cope with the 
ongoing difficulties they may experience in raising a child with a disability (Treloar, 2002). 
It is proposed that successfully managing challenges contributes to further personal strength 
and growth (Treloar, 2002). The critical role that spirituality may play in supporting ongoing 
coping among these parents is suggested in the finding that positive spiritual coping is 
associated with better mental health outcomes, while negative spiritual coping is associated 
with depression and anxiety (Tarakeshwar & Pargament, 2001). 
Increasingly research suggests that it is a person's values, personal beliefs and inspiration that 
assist them in the process of coping (do Rozario, 1997). Poston and Turnbull (2004) in a 
qualitative study of 78 families living with a child with Down syndrome, reported that 
families described their spiritual beliefs as contributing to their emotional coping and well 
-being, Collectively, spiritual beliefs of parents were important in facilitating coping in three 
ways; through faith, prayer and attributing meaning to disability through religious teachings 
(Poston & Turnbull, 2004). 
Various qualitative studies have suggested that mothers derive strength and support from 
their religious and personal beliefs (Haworth, et al., 1996; Killon~ 1990; Marshall, et al., 
2003; McConkey, Truesdale-Kennedy, Chang, Jarrah, & Shukri, 2008). In a cross cultural 
study aimed at examining the impact of having a child with an intellectual disability 
McConkey, et al.,(2008), reported that mothers turned to their religious beliefs and teachings 
to make sense of and cope with disability. Some families with a child with a disability may 
rely on their cultural or spiritual traditions to interpret and understand disability, particularly 
when there are no relevant supports to assist with their emotional coping (Zhang & Rusch, 
2005). 
Prayer 
l {i 
In some cases, the use of prayer, when there are no other avenues of support, has found to be 
very valuable in facilitating coping (Marshall, et al., 2003). Prayer has been described as a 
. means of communicating with God (Poston & Turnbull, 2004), and supports faith and 
religious beliefs (Haworth, et al., 1996; Poston & Turnbull, 2004). Prayer takes many forms 
but is consistent in its acknowledgement of a supreme being (Coulthard & Fitzgerald, 1999). 
Research has suggested that seeking comfort through prayer is associated with better mental 
health outcomes and increased quality oflife (Coulthard & Fitzgerald, 1999). Prayer 
facilitates the initial acceptance of having a child with an intellectual disability (Coulthard & 
Fitzgerald, 1999). A qualitative study of both urban and rural families living with a child with 
a disability revealed that prayer helped families to give meaning to and make sense of 
disability, ultimately allowing parents to make peace with and accept their child (Poston & 
Turnbull, 2004). 
Prayer has been described as an effective coping strategy (Lazarus & Folkman, 1984) and an 
important source of support (Dollahite, 2003). Among parents of children with 
developmental disabilities prayer has been described as one of the most frequently used 
coping strategies, providing the strength needed to cope with the daily stressors associated 
with raising a child with a disability (Haworth, et al., 1996). It has also been described by 
parents of children with intellectual disabilities as a method of purging emotional frustrations 
::c~-~and confusion (Poston & Turnbull, 2004), as well as an avenue to resolve conflict, repent and 
gain forgiveness (Dollahite, 2003). A belief in prayer may be a source of comfort to mothers 
of children with intellectual disability (Fewell, 1986) and strengthen their internal source of 
spiritual coping. 
Organised religion 
Support from religious organisations 
While spirituality is viewed as an internal resource for coping, religious organisations are the 
external support mechanism from which individuals draw strength to cope with stress and 
uncertainty of the future (Bennett, et al., 1995; Canary, 2008). Spirituality can be expressed 
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through religion and religious practices, and is a personal belief that can be shared in 
communities and religious organisations (Canda, 1999). Religion is a complex phenomenon 
that transcends affiliation with a religious organisation. It provides a personal spiritual 
context for understanding suffering, loss and disability (Marshall, et al., 2003). 
Those who choose to include spirituality into their family life often tum to an established 
religious institution for information and support (Poston & Turnbull, 2004). Research in the 
normative population has suggested that religious organisations are important in fostering 
personal beliefs and a sense of unity and purpose in life (Gleeson, 2001/2002; Marshall, et 
al., 2003; Tam &Poon, 2008; Treloar, 2000, 2002; Vogel, Polloway, & Smith, 2006). 
Belonging to a religious organisation has been associated with positive health outcomes 
including longevity, improved quality oflife, ~nd lower levels of depression (Gleeson, 
2001/2002; Idler, 1987; Vogel, et al., 2006). 
Religious beliefs and devotion have been reported as a resource for coping for parents of 
children with intellectual disabilities (Abbot & Meredith, 1986). Research highlights that for 
parents of children with an intellectual disability, involvement in a religious organisation is 
associated with better mental and physical health outcomes (Fewell, 1986; Marshall, et al., 
2003; Tam & Poon, 2008). This finding is of particular importance given that additional 
research has reported that stress among parents of children with an intellectual or 
developmental disability is higher than in parents of typically developing children 
(Dabrowska & Pisula, 2010; Eisenhower, et al., 2005). 
Attending a religious organisation may have a particular role in buffering the impact of 
-,-----stressful life events (Williams, Larson, Buckler, Heckmann, & Pyl, 1991). In a longitudinal 
study of 720 adults in the normative population, William and colleagues (1991) found that 
while religious affiliation was unrelated to mental health status, religious attendance 
moderated the harmful effects of stress on physical and mental well. However, Sorenson and 
colleagues (1995), reported that among a sample of261 unmarried adolescent mothers, 
religious involvement and attendance during pregnancy was associated with greater distress 
and may have hindered emotional adjustment. Sorenson and colleagues(l 995) concluded 
that the conflict between traditional values of the religious organisation and non-supportive 
attitude of members of the congregation may have negatively impacted on the long term 
psychological well-being and. adjustment of these young mothers (Sorenson, et al., 1995). 
Types of support provided by a religious organisation 
Religious organisations provide various types of support to individuals and families with a 
disability. These include structural, instrumental, emotional and educational supports. 
Structural support includes the possible participation in ceremonies which mark rites of 
passage thought the life span such as baptism, marriage and death and in so doing contributes 
to understanding, belonging and meaning in life (Fewell, 1986). These ceremonies may 
provide the family members with a sense of welcome and inclusion without judgement or 
regard to their child's disability (Fewell, 1986). 
Instrumental support refers to the material goods and services provided to a family and may 
include money, medical supplies, food and counselling (Fewell, 1986). Instrumental support 
aims to reduce the financial or economic stress associated with having a child with Down 
syndrome (Fewell, 1986).Emotional support includes the support provided by the social 
networks within a congregation, its members and its leaders. Studies conducted in the 
normative population in religious settings indicate that strong social support systems are 
associated with increased physical and mental health (Krause, 2001 ). 
Educational support refers to the education or religious instructions designed to provide 
individuals with a framework for understanding life's challenges. It is framed by the religious 
organisation's principles, scriptures, creeds and doctrines, and may both guide parents 
towards fulfilling their personal responsibility to their children while integrating their 
experience of disability. An organisation's services and classes may provide children with an 
intellectual disability the opportunity to belong to a social network, facilitate inclusion and 
-~-jmproved quality oflife (Fewell, 1986). This holistic approach to understanding and making 
sense of a disability is useful and beneficial to parents and families with a child with an 
intellectual disability (Fewell, 1986). 
Perceived support from a religious organisation 
The support offered by religious organisations can be perceived either as positive or negative 
by families with a child with an intellectual disability (Haworth, et al., 1996; Healy, 2009; 
Poston & Turnbull, 2004; Tam & Poon, 2008). Research has highlighted that some parents of 
children with a disability are dissatisfied with their experiences with their religious 
organisation (Becker, 2008; Haworth, et al., 1996; Mangan, 2000). These negative 
experiences were often formed as a result of architectural and attitudinal barriers (Haworth, et 
r, 
al., 1996; Tam & Poon, 2008; Treloar, 2002; Vogel, et al., 2006). Architectural accessibility 
has been described as the most common barrier encountered by parents and includes the 
absence of ramps, modified toilets and wheel chair accessible paths and environments 
(Treloar, 2002). Attitudinal barriers have been described as largely relating to judgement and 
acceptance by the religious organisation's members and ministers (Tam & Poon, 2008; 
Treloar, 2002). A study conducted by Haworth (1996), using Fewell's (1986) 
conceptualisation of religiosity, aimed to assess the religiousness of 204 families of children 
with developmental disabilities. Findings revealed that both congregations and ministers 
were not adequately equipped in suppmiing these parents. This resulted in parents commonly 
feeling that they were not accepted, received little support and were actively discouraged 
from participating in the church (Haworth, et al., 1996). 
In contrast, other research involving parents and families with a child with an intellectual 
disability has reported that the support provided by a religious organisation was positive 
(Poston & Turnbull, 2004; Swinton, 2001 ). h1 a qualitative study of 187 parents of children 
with a disability, Poston and Turnbull (2004), reported that approximately half of the parents 
in their study found religious communities and supports to be helpful: describing their 
religious organisation as a place of acceptance, growth and understanding disability. 
Similarly, Haworth and colleagues (1996), found that religious services and activities 
provided parents with a social support network in which they found friendship and comfort. 
Swinton (2001 ), suggested that for parents of a child with a disability belonging to a religious 
community or organisation offered the potential of friendship and supports without the 
negative aspect of judgement toward the child. One of the benefits of belonging to a 
religious organisation for these families has been described as inclusion of the whole family, 
resulting in families feeling like they belonged to a community and had someone to support 
them during challenging life events (Perkins, 2001/2002). 
Religion and Family belief systems 
Religious beliefs can be considered a family value as they encompass the shared religious 
values of family members influenced by affiliation with and teachings from a religious 
organisation (Fewell, 1986; Haworth, et al., 1996). Together, family belief systems and 
religious beliefs are generally regarded as having a positive impact on the family adjustment 
to disability as they provide a valuable interpretive framework for understanding and making 
. . . 
sense of disability (Pargament, 1997). Haworth (1996), identified that a family where both 
parents had strong religious beliefs, values and ties to a religious organisation had a stronger 
support system when compared to families without that framework of connectedness. 
However this sense of connectedness may vary significantly between and within families, 
depending on age groups, life stages of individual family members and cultural background 
(Patterson, 2002). 
Importance of Family Belief systems 
Family belief systems are one of the most important factors in facilitating adaptation and 
resilience in families with a child with a disability (G. A. King et al., 2009; Retzlaff, 2007). 
They are dynamic and change in response to stressors, family roles, and routines (Retzlaff, 
2007). Retzlaff (2007), reported that families with high coherence were able to adapt and 
cope with a diagnosis of Rett syndrome, a severe neurological disorder, more readily, with 
lower levels of stress and anxiety, increased perceived quality and satisfaction of life 
compared to those with low family coherence. Ultimately it is from these systems that the 
preferred method of family dynamics evolved (Retzlaff, 2007). 
A family's ability to become resilient and adapt to stressful life events depends on their 
ability to function as a unit (Patterson, 2002; Patterson & Garwick, 1998). A longitudinal 
study by Hauser-Cram(2001 ), highlighted that the way in which a family functions can act as 
a buffer or promoter of parenting stress in families with a child with Down syndrome. Family 
communication (Patterson, 2002), belief systems (Lustig, 2002) and cultural background 
(Cuskelly, Hauser-Cram, & Van Riper, 2008; McConkey, et al., 2008) influence family 
members in their capacity for resilience and care giving. These findings demonstrate the 
-;.;.--.. importance of family relationships to the well being of family members and ability to and 
coping with stressful life events (Patterson, 1991). 
Research in families with a child with Down syndrome who have managed effective 
resilience and adaptation, have adopted four stances in life; optimism (G. A. King et al., 
2006; Lustig, 2002; Scorgie & Sobsey, 2000), acceptance (G. A. King, et al., 2006; Pianta, 
R.S, Britner, & Borowitz, 1996), appreciation (Patterson, 2002; Scorgie, Wilgosh, Sobsey, & 
McDonald, 2001), and striving to bring about change (G.A King, Baxter, Rosenbaum, 
Zwaigenbaum, & Bates, 2009). Scorgie and colleagues(1996; 2001), in a study of families 
· with a child with a disability, supported that positive reframing oflife events and an active 
involvement were of the most.important coping strategies associated with higher levels of 
positive family adjustment to disability. These elements strengthen family functioning and 
provided them with a sense of hope, meaning and control over the situation (G. King, et al., 
2009). Moreover, these attributes also provided a window on the complexity of family 
adaptation. 
Hope 
Hope is an important attribute for parents if children with an intellectual disability or Down 
syndrome to maintain. Hope can be described as a process of believing in a positive outcome 
related to difficult events or circumstances in one's life (Hornby, 2000; Lynch, Kroencke, & 
Denney, 2001). Research has found that by maintaining hope, family members gained a sense 
of control and empowerment, focusing on the positive, and moving forward providing a 
mechanism for adaptation and direction (G. A. King, et al., 2009; Tam & Poon, 2008). Hope 
is closely linked to optimism and dealing with the expectancies of the future of all family 
members (G. King, et al., 2009). It can help families create new dreams to replace those that 
are initially lost or dismissed (G. A. King, et al., 2009). Hope allows for an optimistic self 
created view of the future for families, strengthening values, priorities and overall well being 
in life (Tam & Poon, 2008). 
Discussion /Conclusion 
The objective of this literature review was to review literature around the role of spirituality 
and organised religion in the lives of parents of children with intellectual disability, and 
specifically Down syndrome. In particular, research examining the role of spirituality and 
organised religion in alleviating the stress associated with having a child with Down 
syndrome or intellectual disability was examined. Due to the paucity of available literature in 
this field, no date restriction was imposed; the research reviewed spanned a 26 year period 
from 1984 to 2010. 
Findings from this narrative review highlighted the importance of spirituality and organised 
religion as a personal coping mechanism. For many parents of children with a disability, 
spiritual beliefs and organised religion were both beneficial and essential as a stabilising 
force, helping parents to cope with psychological and physical stressors of parenting (Treloar, 
2000). The use of spirituality and organised religion as a coping mechanism for parents of 
children with an intellectual disability was associated with reduced depression (Rogers-
Dulan, 1998) and improved rfrental health (Dollahite, 2003). The recurring positive attribute 
of spirituality and organised religion was hope for the future (Dollahite, 2003) and an 
increased sense of purpose and priorities (Gordon, 2009) that provided personal growth, joy , 
happiness and made a positive contribution to overall physical and mental well being (Ekas, 
et al., 2009). These factors may have ultimately contributed to a personal sense of control and 
confidence when rearing a child with an intellectual disability (Killon, 1990). 
This literature review highlighted that due to its personal nature, spirituality was a stronger 
source of support than organised religion (Haworth, et al., 1996). Spirituality helped 
individuals establish acceptance and understanding of disability without the negative 
attributes of stigma, misunderstandings and judgement that may be associated with religious 
organisations and their members (Tam & Poon, 2008; Treloar, 2000). However, both 
spirituality and organised religion can support; and enhance each other, providing a 
comprehensive support system that may be valuable to parents of children with intellectual 
disabilities (Haworth, et al., 1996; Rogers-Dulan, 1998). 
Spirituality and organised religion can enhance clinical, family and social supports that are 
already available due to its personal implications in the lives of parents of children with 
Down syndrome and intellectual disabilities. However due to its intimate characteristic these 
avenues of support are rarely recognised or supported by health professionals (Grossoehme et 
al., 2007; Lalvani, 2008). It is likely that this lack of acknowledgment is the result of the 
personal nature of spirituality and organised religion and clinicians' general lack of 
knowledge and experience in issues relating to spirituality and disability (Grossoehme, et al., 
2007; G. A. King, et al., 2006; Lalvani, 2008; Miller & Thoresen, 2003; Treloar, 2002). 
~~-Despite the 26 year span of literature, there are a several limitations that must be noted. The 
methodology quality of the research was not formally evaluated and a meta-analysis was not 
perfo1med due to the variation between population cohorts and methods of data collection. 
Reviewed literature was not specific to a Down syndrome population but rather covered the 
areas of intellectual disability, autism and developmental disability. 
Conclusion 
Despite these limitations, this review highlights the need for further research to explore the 
role of Spirituality and organised religion as a coping resource for parents of children with 
intellectual disabilities. This .research would contribute to an understanding of spirituality 
and organised religion as a support mechanism and help to guide health professionals and 
j j ( \ :' '\ i Ii' 
service providers concerned with meeting the holistic needs of parents, families and children 
with Down syndrome. 
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Research Report 
Spirituality and Down Syndrome: 
The role of Spirituality and organised religion in supporting mothers of child 
with Down syndrome 
Divia Pillay 
Abstract 
This mixed methods study explored the role of spirituality and organised religion in 
supporting the mental health of mothers of children with Down syndrome. Additionally we 
described the level of anxiety, stress, depression and mental health of parents of children with 
Down syndrome and examined correlations between the two concepts. Finally this study 
obtained first hand, subjective accounts of the experience of having a child with Down 
syndrome and the major stressors perceived. 
Methods 
The quantitative study used data collection from 250 parents who answered the 2004 Down 
Syndrome Needs Options and Wishes (NOW) questionnaire. This study aimed to explore the 
role of spirituality and organised religion in supporting the mental health of parents of 
children with Down syndrome using the Depression Anxiety Stress Scale and SF-12 Mental 
Component Score (MCS) as outcome measures. Regression was used to describe: the effect 
of the predictor variables on the outcome variables and the impact of spirituality on the 
Depression Anxiety Stress Scale and SF-12 (MCS). 
The qualitative study employed in-depth interviews to explore the personal experience of 
spirituality and organised religion in the lives of mothers of children with Down syndrome. A 
homogenous sample of eight mothers of children aged between 7 and 12 years of age with 
Down syndrome were recruited through the Down syndrome NOW study to gain firsthand 
accounts on the role of spirituality and organised religion as a support system and the major 
stressors perceived. 
Results 
Quantitatively spirituality and organised religion had little effect in supporting the mental 
health of mothers of children with Down syndrome. However, qualitatively spirituality was 
described as a stronger, dynamic source of support in coping with stressors and life's 
challenges associated with raising a child with an intellectual disability than organised 
religion. Additionally it was found that the most significant child predictors of mental health 
were the child's behavioural difficulties, the child's level of everyday functionality, health 
conditions and total number of siblings. The maternal factors included; financial stress, 
working status and marital status. 
Conclusion 
Findings from this study will contribute to the understanding of spirituality and organised 
religion as a support mechanism to guide health professionals and service providers 
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concerned with meeting the holistic needs of parents, families and children with Down 
syndrome. 
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Introduction 
Being a parent has been described as a juxtaposition of experiences from joy to stress, 
particularly when facing challenges of daily life (Deater-Deckard, 2004). Parents of children 
with an intellectual disability often report higher instances of stress, anxiety and depression 
than parents of typically developing children (Friedrich, Cohen, & Wilturner, 1988; Singer, 
2006). Raising a child with an intellectual disability can present parents with many challenges 
that may not be centred on their child's disability, but on the impact of the disability on 
family functioning, acceptance, adjustment and quality of life (Friedrich, et al., 1988; Olson 
& Hwang, 2001; White, 2009). 
A large body of research has highlighted that among parents of children with an intellectual 
disability, parental stress is greater for the parent who is the primary caregiver (Friedrich & 
Friedrich, 1981; S. F. Oelofsen & Hwang, 2002; Saloviita, Italinna, & Leinonen, 2003). It is 
widely reported that in the majority of cases mothers are primary caregivers to their children 
(Bourke et al., 2008; Neely-Barnes & Dia, 2008; Olson & Hwang, 2001; Raina et al., 2005). 
Having a child with an intellectual disability requires adjustment to a new life role as a carer 
and adaptation to the needs of the child (Olson & Hwang, 2001). Adaptations or lifestyle 
changes such as modified work patterns and social relationships are all factors that influence 
stress and coping of new mothers (Raina, et al., 2005; Wayne & Sheama, 2005). 
Research examining the impact of having a child with an intellectual disability has focused 
on negative outcomes such as maternal stress and depression (M. B. Olsson & Hwang, 2001; 
S. F. Olsson & Hwang, 2002). Maternal mental health is negatively impacted by their 
perception of low self competence, poor coping skills, reduced capacity to pursue chosen 
occupations and leisure activities (Bourke, et al., 2008; Friedrich, et al., 1988; Olson & 
Hwang, 2001 ). Child factors that are reportedly associated with poorer maternal mental 
health include child's behavioural and emotional dysfunction (Abbeduto, Seltzer, & 
Shuttuck, 2004; Bourke, et al., 2008; Dabrowska & Pisula, 2010; Eisenhower, Baker, & 
Blacher, 2005; Raina, et al., 2005), lower intellectual functioning, excitable temperament and 
poor physical health (Lawson, 2006). Overall research has highlighted that the greatest 
stressor for mothers of children with an intellectual disability is child behavioural problems 
(Bourke, et al., 2008; Friedrich, et al., 1988; M. B. Olsson & Hwang, 2001). 
Not much is known as to why some parents cope well and others do not with having a child 
with a disability, although many contributing factors have been suggested (Raina, et al., 
2005).Factors that have been demonstrated to positively impact on the mental and physical 
health of parents of children with an intellectual disability include greater clinical, family and 
social supports (Gallagher, Phillips, Oliver, & Carrol, 2008; Shu & Lung, 2005; Siklos & 
Kerns, 2006) and personal coping styles (Dabrowska & Pisula, 2010; Saloviita, et al., 2003). 
One avenue of support that has been rarely explored is the role of spirituality and organised 
religion in supporting parents of children with an intellectual disability. 
The purpose of this mixed methods study was to describe the role of spirituality and 
organised religion in supporting the mental health of parents of children with Down 
syndrome. Secondly, this research aimed to extend the work of Fewell (1986) and both 
quantitatively and qualitatively explore the personal experiences of such mothers in relation 
to personal beliefs and organised religion. Thirdly, this research aimed to describe the level of 
anxiety, stress and depression (as measured by the Depression Anxiety Stress scale) and 
mental health ( as measured by the SF 12 Mental health component) of parents of children 
with Down syndrome to examine correlations between the two measures. Finally this study 
aimed to obtain first hand, subjective accounts of the experience of having a child with Down 
syndrome and the major stressors perceived. 
Quantitative data 
Methods 
This quantitative study is based on the analysis of data from a population-based survey of 
families of children with Down syndrome in Western Australia. The Down syndrome Needs, 
Options and Wishes (NOW) study was conducted by the Telethon Institute for Child Health 
and Research (TICHR) in 2004. Participants in this study were families with a child or young 
person with Down syndrome aged between O to 25 years, residing in Western Australia in 
2004, and were identified through the Intellectual Disability Exploring Answers (IDEA) 
database (Bourke, et al., 2008). IDEA uses multiple data sources, of which the largest is 
Disability Services Commission(DSC) (Petterson et al., 2004). 
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With the approval from the Ethics Committee of the Women's and Child Health Services, 
500 families with a person with Down syndrome under the age of 25 were invited to 
participate in the Down syndrome NOW study. The two part NOW survey was sent to all 
participating families. Part one pertained to the individual with Down syndrome, while part 
two obtained information relating to the health and well-being of the family. This 
questionnaire was pilot tested to assess its response burden and capacity to elicit relevant 
information. During 2005, data collection was completed with a total response fraction of 
73% (n=363). Three quarters of the families receiving services from the Disabilities Services 
Commission in Western Australia completed the questionnaire on paper, 12.6% online and 
12.4% by telephone interviews (Bourke, et al., 2008). 
This cmrent analysis was restricted to 250 questionnaires completed by the natural mother of 
the child with Down syndrome who had completed relevant sections in the questionnaire 
(Appendix A): the Short-Form 12-Item Health Survey (SF12); mental health component 
score, Depression Anxiety Stress Scale, Organised religion and Spirituality to provide a 
homogenous sample for analysis. The data was further restricted for part of the analysis to 
include those who had a religious background (n=l46) to explore the relationship between 
perceived support and mental health for those who had religious based supports. Ethical 
approval to for this study was granted by the Ethics Committee of the Women's and Child 
Health Services in Western Australia (Bourke, et al., 2008) and Edith Cowan University 
Human Research Ethics Committee. 
Measures 
conceptualisation of spirituality and organised religion as a measure of support for 
parents of children with Down syndrome was used as the framework for the independent 
variables in this study. Fewell et al,(1986) sought to investigate the type of support available 
to parents of children with Down syndrome through a questionnaire on family support 
systems (Fewell, 1986). The questionnaire contains six subscales, one of which pertains to 
religious organisations and personal beliefs (Haworth, Hill, & Glidden, 1996). This section 
contains 13 statements, which form two subscales; six questions relating to the church as a 
supportive organisation, and seven questions relating to the individual's personal or spiritual 
.~. beliefs. In the NOW study mothers of children with Down syndrome were asked to complete 
the questionnaire by indicating their personal experience numerically. The scores are 
presented as follows; 0-not applicable, 1-strongly disagree, 2-moderately disagree, 3-neither 
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agree or disagree, 4-moderately agree, 5-strongly agree. Spirituality and organised religion 
will be examined as two separate independent measures of support. This scale has been 
previously used in research to examine religiosity in parents of children with developmental 
disabilities (Glidden, 1999; Glidden, Kiphart, Willoughby, & Bush, 1993; Glidden, 
Willoughby, Kiphart, & Clayton, 1993) and has demonstrated adequate internal consistency 
(Cronbach alpha= 0.84 ). A higher score in either Spirituality or Organised Religion 
represents greater levels of perceived support from either measure. 
Maternal mental health was measured using the Depression Anxiety Stress Scale (DASS) and 
the Short-Form 12-Item Health Survey (SF 12). The DASS is a 21-item self report instrument 
designed as a self assessment tool to measure mood and emotional states in terms of three 
dimensions; depression, anxiety and stress. It comprises of 3 subscales to evaluate the 
severity of the central symptoms of depression, anxiety and stress (S. H. Lovibond & P. F. 
Lovibond, 1995). The DASS is reliable in providing high internal consistency and 
meaningful discriminations in a wide variety of settings (Brown, Chorpita, Korotitsch, & 
Barlow, 1997; P. F. Lovibond & S. H. Lovibond, 1995; S. H. Lovibond & P. F. Lovibond, 
1995). Several studies have evaluated the psychometric properties of the DASS and have 
found it to possess adequate convergent and discriminant validity (Antony, Bieling, Cox, 
Enns, & Swinson, 1998; Brown, et al., 1997; Clara, Cox, & Enns, 2001; Crawford & Hemy, 
2003; P. F. Lovibond & S. H. Lovibond, 1995; Nieuwenhuijsen, de Boer, Verbeek, Blonk, & 
van Dijk, 2003; Shea, Tennant, & Pallant, 2009). The higher the score of the DASS 
represents high instances of depression, stress and anxiety of the mother. 
SF-12. is a self reported standardised questionr.aire used to measure general health in 
terms of mental and physical health of an individual. It is widely used and accepted generic 
measure of physical functioning, bodily pain, general health perceptions, vitality in terms of 
energy and fatigue, social functioning, general mental health and role limitations due to 
physical and emotional problems (Cheak-Zamora, Wyrwich, & McBride, 2009; Windsor, 
Rodgers, Butterworth, Anstey, & Jorm, 2006). The SF-12 has been reported to have 
excellent discriminant validity, Sanderson & Andrews(2001) have conducted studies that 
utilise the SF-12 as a measure of mental health in terms of anxiety and depression and have 
reported high instances of validity (Cheak-Zamora, et al., 2009; Sanderson & Andrews, 2002; 
Sanderson, et al., 2001; Ware, 2001). This study examined the mental health score 
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component of the SF-12. The higher the score of the SF-12 represents better physical and 
mental well being. 
A review of relevant literature and clinical analysis were used to identify factors that were 
likely to influence maternal mental health of mothers of children with Down syndrome. 
These covariates were classified as maternal or child factors. The maternal factors for 
analysis included age at birth of the child, occupational level, highest qualification, working 
status, marital status, financial stress, gross parental income, country of mother and family 
and community supports. Family and community supports (FCS) was measured using 
Dunst' s 16 item scale to assess the degree to which potential sources have been helpful to 
families rearing a child. It uses a five point Likert scale, ranging from "not at all helpful=O" 
to "almost always adequately=5".This scale has been used in studies of families with children 
with disabilities and shows an adequate test-retest reliability of 0.79 (Dunst, Jenkins, & 
Trivette, 1984; Dunst, Trivette, & Deal, 1994). 
Child factors for analysis included age of child in 2004, birth order, total number of siblings, 
Developmental Behaviour Checklist (Einfeld & Tonge, 2004), The Functional Independence 
Measure for Children (WeeFIM)(Campbell et al., 1994) and the number of ongoing health 
conditions and co-morbidities of the child measured by total hospital costs. Total hospital 
costs were calculated from the costs (per the Australian Medicare Benefits Schedule) 
(Medicare Australia, 2009) of overnight admissions to hospital and day admissions to 
hospital, using the parent reports of number of day and overnight admissions and total nights 
in hospital spent per overnight admission . Developmental Behaviour Checklist is a 
96 item instrument which assesses the behavioural and emotional disturbances 
of children or adolescents aged 4-18 years with an intellectual disability, over a six month 
period. It is completed by the parent of the child (Einfeld & Tonge, 1995, 2004). The higher 
the score of the DBC represents poor child's behaviour and emotional disturbances. 
The WeeFIM is a scale for assessing functional independence of children across three 
domains; self-care, mobility, cognition. It is based on the framework of the World Health 
Organisation 'model of impairment, disability and handicap. The WeeFIM is a direct 
adaptation of the Functional Independence Measure to make it applicable to children and 
adolescents (Glasson et al., 2002; Leonard, Msall, Bower, Tremont, & Leonard, 2002; 
Ottenbacher et al., 1996~ W~rig & Wong, 2007). For the purpose of this study, the WeeFIM 
shall be utilised as a total score, the higher the score the greater the child's ability to complete 
daily tasks independently. 
Data management and analysis 
Descriptive statistics was used to explore the age of the mother, age of the child, level of 
engagement in spirituality and organised religion to examine perceived support. A univariate 
linear regression analysis was conducted separately with the DASS, SF-12 version-2 (MCS) 
component, spirituality and organised religion (the restricted and original scores) as the 
outcome variables. The univariate regression was conducted to examine the relationship 
between the maternal and child factors on both the predictor and outcome variables. A 
multivariate analysis was conducted using the most significant covariates obtained from the 
univariate analysis to describe the effect of spirituality and organised religion (the restricted 
and original scores) on the DASS and SF-12 (MCS). This was done to determine the effect 
of organised religion, in those who were and were not religious, and spirituality in supporting 
mothers of children with Down syndrome and the impact it had on their mental health. 
To examine the relationship between the two dependent variables: MCS and DASS, a 
spearman rank correlation was conducted. Furthermore to explore the probability of mental 
health using the DASS, a logistic univariate regression was conducted. We used the clinical 
cut off scores that represented a severe or more than severe score for each of sub categories 
of the DASS to determine the impact of the covariates on the probability of poorer mental 
health in the areas of depression, anxiety and stress. The statistical package STATA 11 
(StataCorp., 2003) was used for this analysis. 
As demonstrated in table 1; the mean age of the 250 biological mothers who completed the 
questionnaire was 43.9 years (SD: 8.34) and 89% were either in a de-facto relationship or 
married. In this sample set 67% comprised of Australian-born mothers, 19% UK/English-
born mothers and 16% were born in other countries. More than a quarter (28.4%) of the 
mothers had pbtained some fonn of a university degree, and more than half (53%) were in 
full or part-time-work, while just under half ( 46%) of the mothers were not working at all. 
_The combined gross parental income of the family in 2004 was reported as "<AUD20, 800" 
by 16% of the total sample /.AUD20, 800 to AUD36, 399" by 15%, "AUD36, 400 to $51, 
999" by 17.24%, "AUD52, 000 to AUD77, 999" by 17%, ">AUD78, OOO"by 21 % although 
11 % responded that they would prefer not to answer this question. Just over half (52.08%) 
families reported that they experienced low levels of financial stress, while the remainder 
(48%) reported high levels of financial stress. 
The mean age for the child in 2004 with Down syndrome was 12.25 years (range: 0.34-25.11) 
and just over ahalf(54%) were male. Only 7.2% of these children had no other siblings, 
while the majority (92.8%) had a range from 1-8 siblings. The child with Down syndrome 
was the eldest in just under one third (30.80%) of those families with siblings. The most 
commonly reported health conditions that these children experienced were disorders of the 
eye (67%), ear (60%), respiratory (55%), cardiac (42%) and bowel (32%) systems. The most 
frequently health conditions reported as occurring in the last 12 months were cold/flu 
(84.7%), ear infections (30.12%), asthma (12%) and tonsillitis (10%). However the vast 
majority (84%) of children did not require hospital admissions in 2004. The average total 
hospitalisation cost per child for the previous year was AUD 3657.73 (SD: AUD 5086.84). 
Using the clinical cut off score of 44 in the Developmental Behaviour Checklist, we found 
that 64% (n=70/109) of the children scored above the clinical threshold for abnormal 
behaviour (Einfeld & Tonge, 2002). The mean score for functional independence was 93.42 
(SD: 24.50), reflecting that on average children were able to complete essential tasks of daily 
living with some parental assistance or supervision (Leonard, et al., 2002). Scores ranged 
from 56 to 121, with 15.2% of the children meeting the clinical score of moderate disability 
and 7.17% severe disability (Ottenbacher, et al., 1996). 
Using Dunst's scale, family and community supports (FCS) were not rated as very helpful for 
th~ whole group (mean score= 27.17) when raising a child with Down syndrome (Dunst, et 
al., 1994). However in the group who identified that they practised organised religion, 
community supports were perceived as slightly more helpful (mean score =28.3). For the 
independent measures of support spirituality and organised religion (Graph 1 and 2): 
spirituality was perceived as a stronger (i.e. higher scored) measure of support (mean: 16.23, 
SD: 10.62) than organised religion (mean: 7.63, SD: 8.64). When compared only in the 
group who identified that they practised organised religion (mean: 13.06, SD: 7.5), 
spirituality was still significantly perceived as a higher measure of support (mean: 21.219, 
SD: 7.86) than organised religion. In the group who identified that they practised organised 
religion, just under two thirds ( 65%) of mothers found the greatest support from their 
religious organisation to be th6 availability of a religious education for their child. Over one 
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third (36.9%) found that their clergyman/minister was helpful to them during the birth of 
their child with Down syndrome and 22% found social support and friendships within the 
organisation supportive. 
Just over half (58.2%) of mothers found that their personal (spiritual) beliefs helped them to 
understand and accept their child with Down syndrome, a similar proportion (54%) were 
satisfied with their personal beliefs fulfilling their families' spiritual needs and a similar 
proportion (54%) of mothers used their personal beliefs as a source of personal family 
strength in everyday life. Almost half ( 48%) of the mothers used their personal beliefs as a 
source of comfort in coping with their child with Down syndrome whereas a lesser number 
(37%) used prayer. 
MCS and DASS were both used as measures of maternal mental health. By conducting a 
spearman correlation test we were able to determine that these two dependent variables are 
highly correlated; Spearman Rho: -0.687, p>t: 0.000 (Portney & Watkins, 2009a). As the 
DASS scores decreased (showing improved mental health) MCS scores increased to reflect 
the results of the DASS (Einfeld & Tonge, 2004). The spearman test also showed that the 
DASS is only correlated with the mental health component of the SF-12. 
The average maternal MCS score was 44.9 (SD: 10.5), which is significantly lower than the 
Australian female norm of 51.4, SD: 9 .5 ( difference: 6.5pt, 95% CI of difference is -7, 84, -
5.12, p value <0.001) (Avery, Dal Grande, & Taylor, 2004). The average DASS score was 
22.08 (SD: 21, 54) with the mean scores for depression being 6.82 (SD: 8.07), anxiety 4.408 
(SD: 6.72) and stress 10.84 (SD: 8.91). These results were similar in the group who practised 
organised religion: 6.93 (SD: 7.76) for depression, 4.28 for anxiety (SD: 6.56) and 10.63 (SD: 
8.27) for stress. The means in this group of Down syndrome mothers were similar to the 
standard norms (Lovibond & Lovibond, 1995) for depression (p=0.302), anxiety (p=0.38) 
and stress (p=0.16). Additionally for each subscale the percentages of participants falling into 
each of the five (normal, mild, moderate, severe and extremely severe categories as created 
by Lovibond & Lovibond (1995) cut off scores are presented below. 
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Extremely 
Normal Mild Moderate Severe Severe 
Depression 30% 10.4% 19.6% 10% 30% 
Anxiety 26% 4% 14.4% 10.4% 45.2% 
Stress 55% 12.9% 11.9% 17.4% 2.4% 
Table 2 presents the likelihood of adverse mental health outcomes using the DASS according 
to the mother and child factors. As can be seen, there was a relationship between the child's 
score for the DBC and all three categories of the DASS. A single point increase in the DBC 
was associated with a 3.3% increase in the odds of severe depression (OR 1.030, 95% CI 
1.010, 1.050, p=0.004), a 3.7% in the odds of severe anxiety (OR 1.03, 95% CI 1.015, 1.059, 
p= 0.001) and a 2.7% in the odds of severe stress (OR 1.027, 95% CI 1.005, 1.050, p= 0.015). 
Mothers who were low skilled and working had a high odds ratio of 3 .2 times the odds of 
being in the severe DASS anxiety category compared to the baseline of highly skilled & 
working (OR 3.222, 95% CI 0.686, 15.129, p=0.138). Mothers' working status did not have a 
significant effect on severe depression or stress. However low occupation level had 3 .2 times 
the odds (OR 3.222, 95% CI 0.686, 15.129, p=0.138) of being in the severe anxiety category 
compared to the baseline of high occupation level. 
The odds of severe depression were reduced in those with a trade/ technical qualification (OR 
0.232, 95% CI 0.027, 1.999, p=0.183), those with an advanced diploma (OR 0.380, 95% CI 
-------, ___ 0 ___ .043, 3.323, p=0.382) and those a university degree OR 0.877, 95% CI 0.268, 2.871, 
p=0.828) compared with the baseline of "having a primary school or some high school 
education". Mothers who were married or in a de-facto relationship had reduced odds (OR 
0.236, 95% CI 0.067, 0.833, p=0.025) for severe depression compared to those who were 
single. Having a high income of AUD78, 000 or more reduced the odds of severe depression 
(OR 0.139, 95% CI 0.016, 1.241, p=0.070) compared with those on <AUD20,8000. Gross 
income of AUD78,000 or more also reduced the effect (OR 0.365, 95% CI 0.063, 2.103, 
p=0.259) on severe stress. When examining the odds of reported financial stress, only severe 
depression was affected; "saving money now and again" reduced the odds of severe 
depression (OR 0.138, 95% CI 0.028, 0.670, p=0.014) compared with "just having enough 
money till the next pay". 
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When compared with Australian mothers, mothers who came from other countries had nearly 
three times the odds of having severe depression (OR 2.857, 95% CI 0.882, 9.258, p=0.080). 
Having more than one child in the family (this includes the child with Down syndrome) also 
reduced the odds of severe depression. The odd of severe stress and anxiety was also reduced 
when there was more than one child in the family. Compared with mothers aged under 40 
years there was no relationship with severe depression in other age groups (40 to 50 year age 
group: OR 0.894, 95%CI 0.273, 2.930, p=0.854 and 50 years and above: OR 1.022, 95% CI 
0.262, 3.991, p=0.975) or anxiety (40 to 50 year age group: OR 0.408, 95% CI 0.111, 1.500, 
p=0.177 and 50 years and above OR 1.308, 95%CI 0.399, 4.289, p=0.658). These results 
were also consistent for severe stress (40 to 50 year age group: OR 0.388, 95% CI 0.105, 
1.426, p=0.154 and 50 years and above age group: OR 1.231, 95% CI 0.375, 4.043, p=0.732). 
It was also found that burden of hospitalisation represented by hospital costs had little effect 
on the probability of severe depression (OR 0.999, 95% CI 0.999, 1, p=0.489), anxiety (OR 
0.999, 95% CI 0.999, 1, p=0.722) or stress (OR 0.999, 95% CI 0.999, 1, p=0.440). One dollar 
reduction in hospital costs was associated with a one point decrease in odds of severe anxiety, 
stress and depression in the WeeFIM and PCS; table I represents the relevant means and 
confidence intervals. 
Table 3 presents the results from the univariate analysis using the MCS as the outcome 
measure in a linear regression. Low mental health scores on the MCS (ie. worse mental 
health) were observed in mothers who were not working (effect size -2.638, 95% CI -5.557, 
0.2813, p= 0.07). Gross parental income improved MCS scores particularly in the higher 
earning income bracket of AUD78,000 or more (effect size 6.071, 95% CI 1.751, 10.39, p= 
0.006). However this effect was non-linear with the "AUD20, 400 to AUD51, 999" sample 
showing better mental health than those earning between "AUD52, 000 to AUD77,999". The 
univariate analysis also showed that those mothers who were mmTied or in a de-facto 
relationship had significantly better mental health scores (effect size 6.943, 95% CI 2.638, 
11.248, p= 0.002) compared to those who were single. In relation to child age, a non linear 
effect was observed, with the mother's mental health scores being lowest in those with 
children aged 11-14 years (effect size -3.775, 95% CI -8.227, 0.676, p= 0.096), highest in 
those with children aged 15-18 years (effect size 4.948, 95% CI 0.830, 9.067, p= 0.019) and 
-intermediate in those aged 19-25 years (effect size 1.684, 95% CI -2.192, 5.560, p= 0.393). 
Sibling numbers appeared to .have a positive effect on mental health, particularly in relation 
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to having two (effect size 7.748, 95%CI 2.464, 13.032, p=0.004) and four (effect size 9.048, 
95% CI 2.208, 15.889, p=0.01) children in the family including the child with Down 
syndrome. The functioning of the child, as measured by the WeeFIM, improved mental 
health scores (i.e. better mental health). Significantly lower mental health was observed in 
mothers of children with worse behavioural, dysfunctional personalities and emotional 
problems (effect size -0.188, 95% CI -0.246, -0.13, p= <0.001). 
When comparing the MCS scores for the restricted sample who identified that they used 
organised religion as an avenue of support (n=146) ,as presented in table 4,we found a similar 
effect on mental health in the scores of the restricted group for the univariate analysis. 
However there were two additional factors that had an effect on mental health in the group 
who practised organised religion. These were:,that better mental health was observed in 
mothers who had a trade or technical qualification (effect size 6.286, 95% CI 0.831, 11.740, 
p= 0.024); and that having a male child had a negative effect on mental health (effect size -
3.752, 95% CI -7.025, -0.480, p=0.025). 
Table 5 presents the results of the univariate analysis using the DASS. Results showed that 
lower scores (i.e better mental health) were observed in mothers with a graduate diploma 
(effect size -9.566, 95% CI -19.300, 0.168, p= 0.054). Gross parental income also had a 
positive linear effect on mental health particularly in the higher earning income groups of 
'AUD52,000 to AUD77,999' (effect size-10.835, 95% CI -20.090, -1.580, p= 0.022) and 
'AUD78,000 or more' (effect size-13.288, 95% CI -22.128, -4.448, p= 0.003). However 
higher scores (i.e worse mental health) were observed in mothers who were not working 
size 6.587, 95% CI 0.614, 12.560, p= 0.031). Child factors that affected mental health 
included sibling numbers, WeeFIM and DBC. Sibling numbers had a significantly positive 
effect on mothers' mental health in particular having two (effect size-12.265, 95% CI -
23.106,-1.424, p= 0.004) children (including the child with Down syndrome), four (effect 
size-14.777, 95% CI -28.811,-0.744, p= 0.039) and five or more (effect size-14.257, 95% CI -
28.104,-0.409, p= 0.044) other children. Better scores on the WeeFIM reflected better mental 
health scores with increasing WeeFIM scores associated with lower DASS scores (effect 
size-0.152, 95% CI -0.268, -0.036, p=0.010). However poor behaviour of the child measured 
by the DBC had a negative effect on maternal mental health ( effect size0.442, 95% CI 0.323, 
0.502, p< 0.001). 
When examining the DASS scores from the restricted sample, as presented in table 6, a 
similar set of results was found. Mothers who had a graduate diploma (effect size -11.390, 
95% CI -22.440, -0.340, p= 0.043) or a trade/technical qualification (effect size -13.548, 95% 
CI-24.311, -2.784, p= 0.014) showed better mental health. Similarly in the original sample 
group (Table 5), gross parental income had a positive effect on mental health, particularly for 
those in the AUD78,000 or more earning group (effect size-16.409, 95% CI -26.328, -6.489, 
p= 0.001). In the restricted sample (Table 6) mothers who were not working at all appeared to 
have poorer mental health compared to those who were highly skilled and working ( effect 
size12.463, 95% CI 5.454, 19.472, p = 0.001). When the age of the child was considered, a 
positive non-linear effect was observed with the DASS scores being lowest (i.e. better mental 
health) in those aged 15-18 years (effect size-10.817, 95% CI -21.994, 0.361, p= 0.058) and 
19-25 years (effect size -8.789, 95% CI -19.232, 1.653, p= 0.098). Having one or more 
children in addition to the child with Down syndrome had a positive effect on mothers' 
mental health. Generally, (apart from those whose child was fifth or later born) mothers of 
children born second, third or fourth in the family showed better mental health in comparison 
to those who were first born. Better functioning of the child was also associated with better 
mental health scores (effect size-0.156, 95%CI -0.309, -0.004, p= 0.043). Findings across 
both the restricted and original sample set identified poorer maternal mental health in 
children with behavioural, emotional and dysfunctional problems (effect size-0.156, 95%CI -
0.309,-0.004, p= 0.043). In the restricted sample it was observed that for every AUDlOOO 
increase in hospital costs DASS scores increased by 0.6 (effect size 0.6, 95%CI 0.0184, 1. 
2638, p <0.001) (ie. mental health deteriorated). 
Table 7 presents the association between child and maternal factors and the spirituality score. 
Mothers who had a bachelor degree (effect size 4.261, 95%CI -0.235, 8.757, p= 0.063) 
reported a higher level of spiritual involvement or relied more on the spiritual supports. 
Spiritual support was also related to sibling numbers. Mothers who had four children, other 
than their child with Down syndrome, (effect size 5.388, 95%CI -1.497, 12.275, p= 0.009) 
reported higher levels of spiritual involvement. Family and community supports also had a 
positive relationship on spirituality (effect size 0.155, 95% CI 0.044, 0.267, p= 0.006). 
Table 8 presents the association between child and maternal factors and perceived support 
from organised religion only in those who practised organised religion (n=146). Mothers who 
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had a higher educational quaiitication showed reduced participation in religious-based 
supports, in particular those with a graduate diploma (effect size-3.966, 95%CI -8.113, 0.179, 
p= 0.061). Mothers who were married or in a de-facto relationship valued religious support 
more (effect size 4.775, 95%CI 0.906 to 8.644, p= 0.016). Maternal country of origin showed 
that mothers who came from the UK/England valued religious supports less (effect size-
4.963, 95%CI-8.227, -1.699, p= 0.003). Child factors that influenced satisfaction with 
religious supports were birth order and sibling numbers. Mothers whose child with Down 
syndrome was not first born valued religious support more highly especially those with a 
fourth born child with Down syndrome (effect size 5.472, 95%CI -0.931, 11.875, p= 0.001). 
Sibling numbers also had a positive linear effect on religious involvement; the highest scores 
being for mothers who had five or more children (effect size 6.389, 95%CI -0.0147, 12.792, 
p= 0.051), other than their child with Down syndrome. Having higher levels of family and 
community supports was also associated with valuing religious supports (effect size 0.148, 
95%CI 0.058, 0.238, p= 0.001) in this group (n=146). 
Table 9 presents the results of the final multivariate model using spirituality as the main 
predictor with MCS as the outcome. The child variables shown to affect maternal health were 
child's age at the questionnaire, birth order and functional independence measure according 
to the WeeFIM. Poorer mental health was identified for mothers whose children were aged 6-
10 years. The level of the child's functioning had a negative but minimal impact (effect size-
0.033, 95%CI-0.162, 0.095) on mother's mental health. Mothers who had their child with 
Down syndrome as the 'fifth or later' child had improved levels of mental health compared to 
mothers who had their child with Down syndrome second. Maternal qualifications had a non-
linear effect on mental health; having a graduate diploma or post graduate degree reduced 
mental health score significantly, while a bachelor degree was associated with better mental 
health. Qualifications below a bachelor degree; 'completed high school' or obtained a 
'trade/technical qualification' or had an 'advanced diploma' reduced maternal mental health. 
The multivariate model with organised religion as the main predictor and MCS as the 
outcome is presented in table 10. As shown maternal mental health was affected by child's 
age, birth order and maternal qualifications. In general sibling numbers appeared to increase 
mental health scores, in particular having 4-5 or more other children that the child with Down 
syndrome. Child's age group at 6-10 years and 11-14 years reduced mental health scores but 
progressively improved mental health as the child got older. Maternal qualifications had a 
non-linear effect; mothers who had a post graduate degree had improved mental health 
scores, followed by those who had achieved a graduate diploma, trade or technical 
qualification I advanced diploma, while a bachelor degree reduced mental health scores. 
Table 11 presents the results of the multivariate model using DASS as the outcome and 
spirituality as the predictor. Birth order had a positive and negative effect in maternal mental 
health. Mothers who had their child with Down syndrome as the 'fifth or more' child had 
poorer mental health, while having a child with Down syndrome third or fourth improved 
mental health. Children who were between 6-10 years of age had a negative effect on 
maternal mental health. In general gross parental income had a positive effect on mental 
health (i.e reduced DASS scores). However these rates of change were not statistically 
significant. Results for maternal qualifications showed that having a bachelor degree 
increased levels of anxiety, stress and depression. 
In the multivariate model of the DASS using organised religion as the predictor presented in 
table 12, maternal characteristics were more significant than child factors. Child factors that 
had a negative effect on mental health were child age groups; the 6-10 years, 11-14 years and 
19-25 years groups compared with the youngest age group reduced maternal mental health. 
However, having 4-5 or more other children than the child with Down syndrome had a 
positive effect on mental health. Maternal factors that had a negative impact on maternal 
mental health included; having a bachelor degree or basic high school qualification as well as 
further higher degrees. As with spirituality, gross parental income greater than the reference 
group of <AUD20,800 was associated with improved mental health levels. Mothers who 
were low skilled and working showed poorer mental health while family and community 
~:·'~, ....... su1PP<)rts were sho~'ll to have a positive impact on mental health. 
Across all the multivariate models using spirituality and organised religion as the predictors 
the results reported only had a minimal effect on mental health. The relevant statistical 
comparisons are demonstrated in tables 9-12. In these 250 mothers, the results were not 
statistically significant to demonstrate whether spirituality or organised religion was 
beneficial in supporting the mental health of mothers of children with Down syndrome. 
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Qualitative Data 
Methods 
A qualitative approach was adopted to explore the personal experience of spirituality and 
organised religion in the lives of mothers of children with Down syndrome. This allowed for 
the exploration of the associated thoughts, feelings, experiences and stressors to provide 
insight and an in-depth understanding of the phenomena as independent systems of support 
(Pope & Mays, 2006). Fewell's theoretical conceptualisation of spirituality and organised 
religion as operationalised in the Religiosity scale was used as the framework for this study 
(Fewell, 1986). Fewell describes spirituality as both the personal and religious beliefs held by 
an individual. Religious beliefs refer to beliefs that are closely associated with faith, belief in 
a spiritual being and the efficacy of prayer (Fewell, 1986). Personal beliefs, are 
conceptualised as an individual's personal set of values or framework for living and 
understanding life (Fewell, 1986). Organised religion is defined by Fewell (1986) as a 
religious institution within a community where beliefs and principles are congruent to that 
organisation's written scriptures, creeds and doctrines (1986). 
Participants/recruitment 
Participants in this study were recruited through the Down Syndrome NOW study described 
in the quantitative methods section and were individuals who had given consent to be 
contacted for future research Telethon Institute of Child Health Research (TICHR). 
Participants were contacted by telephone by the chief investigator of the Down Syndrome 
NOW Study and invited to participate in the study. Thereafter the researcher contacted these 
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potential participants within a week to discuss the research being conducted and set interview 
dates. 
A sample of eight mothers of children with Down syndrome between the ages of seven and 
twelve were purposively recruited to participate in this study (Pope & Mays, 2006). Mothers 
were all Australian from various socio-economic, educational, religious and spiritual 
backgrounds .and all had varying degrees of working status. Mothers' ages at the birth of the 
child ranged from 25 to 40 years (mean=33.5, SD= 5.291) and all children were diagnosed 
with Down syndrome postnatally. Mothers in this study were also all married or had a partner 
and s_even of the eight mothers had other children without Down syndrome ranging from 1 to 
4 children. Ethical approval to for this study was granted by Edith Cowan University Human 
Research Ethics Committee. 
Data Collection 
An interview guide based on the objectives of the study was used to ensure that all key topics 
were explored with the informants (Appendix B)(Fox, 2006). A pilot interview was 
conducted to ensure that the objectives of the study were fulfilled and questions elicited 
relevant information. Individual in-depth interviews were conducted with participants over a 
four week period. All interviews were conducted at a place nominated by the participant, 
either at their home or their work. As the topic of discussion was of a personal nature it was 
essential to establish rappo1i and reassure confidentiality at the outset of the meeting. Written 
informed consent was obtained prior to any data collection (Appendix C). Methods such as 
probing and open ended questions were used to facilitate discussions (Taylor & Bogdan, 
1998a). Interviews were digitally recorded with permission and lasted between 30 and 80 min 
in duration. The transcribed data was de-identified and stored in a password protected area 
within TICHR server to maintain confidentiality. A journal was used to record reflections on 
the interview process as well as observations such as attitude and facial expressions of the 
participant (Taylor & Bogdan, 1998a). Socio-demographic information was collected prior to 
the interview through structured questions. 
Data analysis 
Interview transcripts were analysed using the constant comparative method as described by 
Glasser and Strauss (Taylor & Bogdan, 1998b). Following each interview, recorded material 
was transcribed verbatim and checked to ensure accuracy (Hancock, Ockleford, & 
Windridge, 2007). The transcribed data was then de-identified and pseudonyms were created 
for each participant and family members to maintain and respect their confidentiality. 
Coding allowed for analytic categories to be formed and significant themes to emerge. The 
relationship between categories were then explored to identify and refine core theories and 
concepts (Lacey & Luff, 2001 ). Significant themes, meaning and statements were linked and 
used to conceptualise new ideas and themes surrounding the experience of having a child 
with Down syndrome (Mays & Pope, 2000). 
Credibility was maintained through the use of member checking to verify that the transcribed 
data was accurate in describing the participants' experience, use of a reflective journal, and 
j ! '\ i ; : \ ! { 
triangulation of the quantitative and qualitative data (Krefting, 1991; Pope & Mays, 2006). 
Dependability was enhanced by maintaining an audit trail throughout the data collection and 
analysis process describing all research decisions and procedures (Krefting, 1991; Lett et al., 
2007). Confirmability was also addressed by using a reflective journal and member checks. 
Transferability was established through the use of in-depth descriptions of the participants in 
the study (Guba, 1981). 
Results 
The diverse nature of the experience of being a mother to a child with Down syndrome 
emerged from the interview data. The results from the in-depth interviews were described 
according to three themes; mother's spirituality, significant stressors and the personal 
experience of being a mother to a child with Down syndrome. These themes encompassed 
numerous sub-categories which are outlined in Table XII, and described in further detail 
below. Pseudonyms are used in the presented findings. 
Tlteme one: Motlter's definition of spirituality 
Overall, mothers' description of spirituality highlighted it's individualised, complex and 
intimate nature, making it difficult to define. Mothers in this study each described their 
spirituality very differently, using concepts and insights based on their background and life 
experiences. Some described their spirituality as a deep connection with or belief in a higher 
spiritual being or God: 
"It's our link and beliefs with the Lord. We view the Lord as the one who's died 
for us and shed His blood, and through that we can become .free of our sins, and 
really, we can have a close relationship with divine persons. You 're forever 
conscious of the spirits. " (Britt) 
Others described their spirituality as their personal beliefs or values, and as playing an 
important role in motivating and guiding their life decisions. These beliefs may or may not 
have been as a result of any previous or current religious beliefs but were very personal and 
constantly evolving with life experiences. 
"It's the thing that keeps me going every day" (Hannah) 
. "I suppose mypersonaZ.beliefs are; I think I've taken a lot.from religion. I think 
it's the personal philosophy that you try to be nice to people." (Betty) 
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"I think it's about your own internal belief system, whether that be something 
tangible or not. I don't see myself subscribing to there's one higher power above 
all. I think there's something going on" (Robyn) 
Spirituality whether or not linked to a religious belief, appeared to be associated with some 
form of faith and the efficacy of prayer in coping with life's adversities. The belief in 
something greater appeared to give these mothers some form of grounding and control of the 
difficult situation to facilitate coping. 
"I have always had a belief of something higher than me. I question it constantly., 
but I definitely believe that what goes around comes around, karma and I think 
it's very important to me that I do believe in something. I quite haven't worked 
out what it is that I believe in but I definitely do . .I do think it makes me feel better 
that I have something to hold onto I suppose" (Leanne) 
Mothers indicated that they relied on their spirituality to provide support through all aspects 
of life, in particular the experience of being a mother to a child with Down syndrome. Overall 
the theme of the experience of having a child with Down syndrome can be described as one 
of extremities - "it is an experience of highs and low". There was a polarisation between the 
frustrations and rewards oflife. However the "Rewards are richer". 
Mothers have expressed that having their child with Down syndrome is "99% joy and 1 % 
grief for the child [they J didn 't have. " Watching their child make achievements that other 
children take for granted makes them proud and happy to be mothers to a child with Down 
;y:ndrome, Despite all the difficulties mothers highlighted that they could not imagine their 
life without their son or daughter. 
Difficulties varied through the different life stages of the child's development; from 
pregnancy to the growth and development. Mothers expressed that one of their greatest 
frustrations was observing the delay in their child's development in comparison to his/her 
peer group coupled with the uncertainty of not knowing when they would reach those 
milestones. Another concern was the need to advocate for their child's therapy requirements 
especially in a climate of rapid staff turnover and lack of program consistency. Stresses such 
as these may impact on mothers' mental health if there is difficulty in coping. 
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Theme two: Significant Stressors 
The factors that were identified with the capacity to most adversely affect the mental health 
of mothers with Down syndrome were; the child's behavioural problems, society's 
misconceptions of their child, the child's health conditions, work life balance, schooling, 
future planning and financial status. 
Behavioural Problems 
Mothers, who reported that their child had behavioural problems, found this the most 
stressful factor associated with having a child with Down syndrome. In particular they found 
it very distressing when their child would physically hurt other children or younger siblings. 
"I guess the stressful time was when he burts other children, particularly his 
sister, younger sister ... when he does things that are hurting other people. You 
don't know if it's intentional or unintentional, or ifhe knows his own strength. 
He's 12. He's going through puberty. He's getting pretty strong" (Jane) 
One mother in particular found that these behaviours were impacting on her own mental 
health by making her more anxious and easily frustrated, thereby influencing her relationship 
with her husband and other children. Her child's impulsive behaviour and the constant 
vigilance required because of her tendency to run away had raised her stress and anxiety 
levels. However Rita found, that, with the help of a psychologist, providing boundaries for 
their child she was able to cope with the stress of behavioural issues. 
''I'm way more anxious than I've ever been. I used to think that I was quite a 
laidback, easy person but J'm quite anxious as a result ofLilly's behaviours ... lt's 
probably taken a toll on my husband and my self's marriage for the stresses that 
have been involved with Lilly. Lilly's had some behaviour when she's with other 
children. If we've been in close proximity, she touches, hits, lashes out but with 
the help of a psychologist that we've been working closely with for the last year 
has modified, it's so much better" (Rita) 
The aggressive, antisocial or reclusive behaviour demonstrated by the children appeared to 
have been associated with limitations on family functioning. The two families that had 
experienced behavioural problems such as running away or impulsiveness reported a 
reduction in family outings, holidays and socialising with friends: 
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"Our life as a family outwardly has really been diminished. My husband and I get 
really sad about that; we don't go on picnics because he 'll just run. We don't go 
camping. He'd run. There are lots of things we don't do which I see other 
families do which we really miss. We really wish we could do them ... we don't go 
to restaurants. It's really curtailed what we do in terms of the way we live our life 
because we see other families going on holidays, going to restaurants, and we 
just don't do those things. " (Jane) 
"We'd go somewhere, and [see] families having a nice little picnic or doing 
something just really normal, that doesn't always work for us ... it just was all too 
hard and you know, the behaviours wouldn't work and or whatever and then you 
tend to isolate yourself from everyone." ,(Leanne) 
Both mothers found that their child's behaviour had impacted substantially on their social life 
and many friendships had lapsed as a consequence. They were invited out by their friends 
less frequently and often found the occasions stressful. Instead of socialising with their 
friends they had to be constantly vigilant over their child to ensure that they were not hurting 
anyone or getting into trouble. As a result they were often left with the role of babysitting 
everyone's children. Both mothers felt that it was stressful and frustrating to go to other 
friends' homes and not really worth all the effort. 
"A strain in the sense that I found that we couldn't all go out together because 
sometimes to go out to a barbecue and to sit down and chat to someone was 
really hard because I'm always looking over my shoulder to see what Lilly is 
doing, and she needs to be watched 100%. That's tiring. If you 're socializing and 
you 're trying to see a friend that you haven't seen for a very long time it 
sometimes, it doesn't feel worth it. At the end of it, you come home and you feel 
stressed and you feel anxious" (Rita) 
"If we do go to places I tend to spend my entire time sticking by his side to make 
sure that he's not getting into mischief or trouble and other children are. So I 
tend to be the carer of everybody's kids, basically they all tend to be socializing, 
and drinking, and eating, and I tend to be playing endless rounds of games or 
watching WigglesDVDs" (Jane) 
Societies Misconceptions 
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Mothers found society's misconceptions of their child with Down syndrome stressful. They 
found that, fuelled by their lack of knowledge of Down syndrome, individual members of the 
public would stare at their child or make hurtful comments. Jane described how she felt and 
still feels when they go out in public; 
"Society's expectation; the looks that we get, or he gets, and we both get when 
we 're out together. I chose to ignore them. lf they want to stare, or comment, or 
whatever that's their problem, not mine" 
Most of the mothers had similar experiences reporting inappropriate comments such as "Oh 
Down syndrome, they 're my favourite, they are all so happy". Mothers found it very 
frustrating that people would make judgements based on their child's disability and forget 
that they are just a person. 
"I think it's like knowing this disability and knowing the person, you know, 
they 're two different things" (Carey) 
"[People]put limitations on what she can do because she has Down syndrome" 
(Robyn) 
These attitudes were not restricted to the general public but also identified in work 
colleagues, family and friends. When describing her experience of returning to work after 
having her baby with Down syndrome one mother felt that her work colleagues were treating 
her differently from before by, for example giving her looks of sympathy. She felt that they 
were making judgements such as ''I'm so glad it's you and not me". One mother described 
how an extended family member had contacted a Down syndrome organisation to ask what 
type of gift she should send to a baby with Down syndrome, and they replied "Well what do 
you send to a baby who's been born with orange hair?" 
There was considerable frustration with people, particularly those who had to justify why 
they had had a child with Down syndrome. Comments received by mothers included "You 
have to be a special person to have a child with special needs" or that the child is "A gift 
from God" or "God only chooses special people to have these babies". However those with 
religious backgrounds did find comfort in knowing that God had a plan for them and helped 
them cope. 
Family members and friends all reacted very differently but often, they found it hard to talk 
about the child with Down syndrome because of their lack of knowledge. Mothers found it 
almost a "taboo" to talk about their child with Down syndrome as if it were "this elephant in 
the room " and that they were being ungrateful for the child they had. Many of the mothers 
felt as if they needed to protect their child from these harsh judgements and 'narrow 
mindedness' of society by "taking them to a desert island where they could be sheltered". 
"Sometimes I wish I could take him and go and live on a desert island 
somewhere. Where there's no one else around, to make him feel, and to make me 
feel as ifhe was less than everybody else because he has a disability. "(Jane) 
"I remember thinking if we could just go to a desert island and it could just be me 
and her and we didn't have to face the world it would be fine" (Betty) 
Some mothers also felt that because of the physical characteristics of Down syndrome, 
society was more forgiving in terms of acceptance than they would be of a diagnosis such as 
autism where there are no physical identifiers. However there are still limitations to 
acceptance: 
"Some [are] people much more understand than others ... some people are 
understanding for a certain amount of time and then they've had 
enough. "(Carey). 
In general mothers reported that their child's health conditions or co-morbidities at birth were 
a significant stressor in their experience of being a mother to a child with Down syndrome. 
Six of the eight children were born with a birth abnonnality or defect. The most common was 
a heart abnormality or defect (n=6) (potentially requiring surgical intervention) followed by 
respiratory (n=2) and gastrointestinal problems (n=l). 
For the mothers of those children who required surgical intervention within 6 weeks of their 
birth this was a very distressing time. They had not yet come to terms with their child's 
diagnosis and coupled with the trauma of having a child who needed surgery this was often a 
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roller coaster period of depression and stress. The experience was worse for mothers whose 
child required surgical intervention immediately after birth as this interfered with the bonding 
process. 
"It was all just a rush of ambulances because he was going to die if he didn't 
have this surgery immediately. From then on I didn't have a cuddle. It was tubes, 
and ambulances, and all the rest of it and I didn't hold him for another two 
weeks. " (Jane) 
In general mothers found the first year of their child's life particularly difficult due to life 
threatening illness, surgeries, the associated healing processes and hospital admissions. 
Mothers also described the experience of seeing their child in pain and not being able to help 
them as most distressing. 
"Probably her health when she was younger because when she had her heart 
surgery, she weighed 4 kilos .. Her health and getting through that high risk of 
lymphoma in the first few years. " (Robyn) 
"He was released just still a newborn baby; only six weeks old and you couldn't 
even put him up against you to pat him because here he was with this terribly 
sore chest, wired together and he'd scream. It was very traumatic. I spent a lot of 
time crying in [the hospital]. I just couldn't handle seeing my child suffer. "(Britt) 
These same emotions and stress were experienced by mothers when their child was 
hospitalised due to life threatening illnesses or had the potential of losing their life. 
"She got really sick once. That was horrible. She got a pneumococcal 
pneumonia ... a nightmare ... so that was horrible when she was that sick. That was 
worse when she had the heart surgery because at least I knew that that was more 
of a chemical issue than a disease process threatening her. So that was probably 
the worst in terms of her physical health. " (Robyn) 
Mothers highlighted that it was not only the co-morbidity or illness that they found stressful 
but the actual visits to the hospital, particularly if they were frequent. One mother had over 10 
hospitalizations in a year and found the ordeal very distressing. 
"Every week there was a different specialist to see. She had UTI's, ear infections, 
and then the heart surgery, and the bowel surgery. So you 're always going to see 
specialists and things- it was my life. It's all I did" (Hannah) 
"We had a really quick trip to P MH and we were admitted overnight .. the 
stresses that it's implicated for the family, yeah. It's stress with another trip to the 
hospital, and just stress andfrustrationfor unnecessary things" (Rita) 
"He had a tube put in for tube feeding. He pulled that out very quickly to see 
them fighting to get that back in I said, "No. I cannot bear to watch you do it. " 
He'd scream and scream. It was just dreadful" (Britt) 
·Toa lesser degree mothers who were in part time or full time work described the difficulties 
associated with trying to lead a balanced life. Finding that balance between work, sacrificing 
time for their children and making time for themselves was a daily challenge and inevitably 
they tended to neglect either themselves or their relationships with their husbands. 
" I think that probably the combination of doing lots of things, like most working 
mothers these days; you 're trying to work, you 're trying to organise kids and run 
a household and juggle kids around so it's the juggling of trying to have too many 
balls in the air at the same time" (Leanne) 
"I've got a lot on with work and just finding that work-life balance is stressful. 
Unfortunately, if any relationship suffers it's going to be between my husband 
and I, because sometimes at the end of the day I'm just tired. And I'm giving 
myself to my students, and to my children, and to my employers, and sort of..save 
a little bit for myself'' (Jane) 
Financial stress 
Mothers who were working full time had to reduce their hours or even change jobs which 
resulted in a considerable fall in gross parental income. One mother Robyn described how 
she dropped from a high to a low earning income position so that she was able to take her 
daughter for the early intervention therapies that she required. Another financial stressor for 
Robyn was that her private health insurance did not cover her daughter's heart surgery. 
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"But I guess the major impact for her in terms of the impact on our lives is 
probably this big financial impact .. probably not in order of priority. But probably 
one of the bigger ones was work. I was in a very senior position when I had Carin 
and I dropped on I think $40, 000 a year to go to a previous level job ... But it 
meant a complete drop in level. Substantial pay drop" 
"And then the big stress was that we had private health cover ... which excludes 
things like plastic surgery, fertility treatment, heart surge1y ... all heart surgery is 
excluded" 
Other mothers found that the financial cost of therapy and early intervention programmes for 
their child very stressful. 
"Well it costs more money, you know, so financial [it's stressful]" (Leanne) 
Schooling 
Their child's education was another significant source of stress for some of these mothers. 
Trying to find the school that best suited their child's needs and provided a positive learning 
environment was an ongoing problem. Mothers had varying experiences with schooling. 
Some mothers found that a special needs school was appropriate for their child while others 
found that it hindered their child's learning and development and was a form of segregation. 
"Theologically, I am opposed to her going to a special needs school. I don't think 
she should be segregated that way" (Betty) 
mother found that her child was developing anti-social behaviour wl1ich he had picked 
up from his peers in a special needs school and found that distressing. She found that since 
moving him to a mainstream government school, where he had to learn to "fit" in socially his 
learning capacity and behaviours had improved. 
"Because kids with Down's are very good mimickers, he would hear a badly 
disabled child on the other side of the passage wall screaming and he would copy 
them. And I came home and I said to [my husband], "Sorry, but I cannot take him 
there if he's going to copy anti-social behaviour. I can't do it. " We had other kids 
in the class that. were quite violent. I did not want him violent .... So that was 
another reason why I wasn't going to have him in a situation where he could 
copy abnormal behaviour." (Britt) 
Mainstream government schools were viewed as being beneficial to families, not only 
because of financial reasons but some mothers felt that these schools had to be more 
accountable for the amount of support they provided for children with special needs. 
"In the government system they have to be more accountable, they have to 
achieve certain things with them. "(Betty) 
Mothers who had researched the benefits of mainstream education found that it was 
psychologically, academically and emotionally beneficial for their child to receive the same 
level of education as normally developing children. They also found that having a child with 
special needs in a classroom was beneficial to the other normally developing children. 
''The idea is people learn from other people. So you stick a kid in a special unit 
and they are learning from the lowest common denominator. You stick a kid in a 
regular classroom and they 're going to learn. "(Hannah) 
"The reason why I sent her to a mainstream school was 'because all the research 
that I read at the time when I was deciding said that children with Down 
syndrome do better in the main stream system. "(Betty) 
Those mothers in this sample whose child had attended a Catholic school, in their personal 
experience, found it not to be beneficial to their children. They found that despite the fact that 
-.£atholic schools were the first to include children with special needs in their education 
system, they had progressed little in providing adequate support for these children. Mothers 
felt that these schools were very accepting of their child but did not have the adequate tools 
and resources to facilitate learning for children with special needs. 
"We got Emily out of the Catholic school because they didn't have inclusion at 
all ... for centuries, they were the only ones who did disability and they cared for 
their disabled children by shoving them in a special place which was a hell of a 
lot more than anybody else was doing but times have changed " (Hannah) 
"They were very accepting, very keen to have her. But the fact is it's a Catholic 
' ' ' 
school..this is just my perception of what's happening of what's happening with 
June, is that the Catholic school will just take children with special needs because 
they 're God's children and they 're · lovely, but they won't teach them. I mean 
they'll try but they don't really know what to do and they just think it's enough 
that they accept them and they 're God's children. " (Betty) 
Mothers had highlighted this practical stressor as one that was significant. They had 
experienced considerable confusion, stress and frustration in trying to find the school that was 
the most beneficial to their son or daughter. They also highlighted that changing schools was 
not an easy decision because of the emotional impact it had on their child. Mothers whose 
children had changed schools mentioned that their children had become emotionally 
distressed when going to a new school which resulted in behavioural disturbances. 
Future outcomes for the child 
Being a mother to a child with Down syndrome was very stressful. Each family experienced 
their own set of stressors depending on their child's age, functionality and developmental 
stage at the time of the interviews. A further area of concern expressed by mothers was 
uncertainty about their child's future including both short and long term outcomes. 
Robyn described her initial stress associated with the fears about her child's immediate future 
based on her spectrum of functionality. It was that unce1iainty associated with attainment of 
developmental milestones and the therapies required. 
"I guess it was the fear of the unknown at that point in time of what her ability 
would be and what level of support would she need in terms of; would she ever 
walk? Would she ever talk? All those surfs uf things which are probably a litile 
bit - I wouldn't say unrealistic - but just that whole unknown. .. What am I going 
to do? How is it going to work? I guess the biggest thing for me was having to 
come to grips with the unknown because as you know the spectrum or level of 
ability of people with Down syndrome is massive .... What's her level of ability 
going to be?" And there still is that factor now just because she's really good 
now she might plateau some years down the track. ... " 
The second short term stress that mothers discussed was the options available to their child 
once they had finished school and whether they would be able to complete these 
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independently. Some mothers were concerned about their child's ability to be independent 
and make complex decisions such as taking the bus or talking to strangers. 
"We've got it planned out until the end of high school...so it's probably always 
beyond that and probably the other big stressor is her vulnerability to be able to 
problem solve and make those more complex decisions on her own safety; things 
like catching the bus and dealing with strangers" 
On the other hand, mothers who had made plans for their child's future or were aware of 
transition and employment agencies were not as concerned about this aspect. 
"I'm quite relaxed about the future, as we are setting things up. We build the 
house; we 're building and we got this sort of guest room which we 're going to 
leave for him, so we 're trying to prepare as an adult taking [into consideration] 
his own sort of bedroom and bathroom, and lounge room .. So we 're trying to 
prepare for the future and it's been great being part of this transition study 
[transition study conducted at TICHR] because I've been "Oh my God okay these 
are it" they 're actually employment agencies .. "So actually it's not so bad " 
(Jane) 
"The plan for him is to have a happy life and that's the most important thing and 
its quality of life and enjoying things" (Carey) 
of the mothers, Hannah, described her realistic aspirations for her child's future, based 
the achievements of other individuals with Down syndrome within the work force. She 
read about a girl with Down syndrome in Sydney, who had been employed in child care 
for a considerable amount of time, which had given her hope for the future of her child. 
"There are people in Sydney who have Down syndrome who work in law firms. " 
I'd actually like her to work in child care, and there's a lady in Sydney with 
Down syndrome who's worked in child care for more than 20 years. We call that 
open employment" 
All the mothers shared equivalent concerns about their child's long term future. They were all 
concerned that their child would have reduced life experiences; that they would not be able to 
go to University, get married .or have some form of companionship. Mothers experienced 
more sadness than stress on considering that their child would be unable to experience 
milestones such as marriage or have children of their own. 
"She wouldn't go to university, and she wouldn't get married, and just that her 
life experiences are going to be reduced" (Betty) 
"And so yeah, he'll never go to university. He 'll never father, give me 
grandchildren. He is unlikely to marry and have all that kind .. it was interesting, 
one of my first reaction was he'll never have a relationship. He'll never marry 
and have his own children. And that was sad that he 'll never have that. He'll 
always be this uncle. He'll always be an uncle to, hopefully, to my other 
children's children, but he won't have that life experience himself." (Jane) 
"We don't know if she can have children, you don't know if she can marry, you 
don't know whether she can drive a car, we don't. You know all those normal 
milestones that a child has is not normal for her. They all happen at a different 
time-if-at-all- so it's not the same" (Leanne) 
Mothers also had significant concerns about their children forming and maintaining 
friendships. Carey found it was important for her to ensure that her son had friendships. She 
advocated and focused on social interaction which he could maintain as he got older. 
"Making sure that he's got friends ... Friendships [are very important]-I'm always 
initiating that [for him]. ... the plan for him is to have a happy life, that's the most 
important thing and its quality of life, and that he is enjoying things" 
The other major long term stressors that mothers expressed were their fears about who would 
take over care of the child in the event of their death. Mothers were also concerned about 
future planning to ensure their child's future happiness and independence. 
"The thing that I worry about is [that] I'll die before she does and then I won't be 
able to keep looking after her. It's not that I'll be looking after her when I'm 80. 
It's that I won't be able to keep looking after her after I die. It doesn't bother me 
that I'll be looking after her till I'm 80 - even though I hope I don't. I hope that 
we do, we can put every in place [so J that she can live as independently as 
possible." (Betty) 
"I don't know whether it's [ Sarah}, or whether it's age but you know, as you get 
older or because of[ Sarah] I do think about it a little bit more and I worry about 
my children's futures and things like that and I suppose more so because [Sarah] 
has special needs of what will happen to her when I'm not here and that kind of 
thing." (Leanne) 
Theme three: Experiences of being a mother to a child with Down syndrome and avenues 
of support utilised 
Birth and Diagnosis 
The most stressful experience for all mothers collectively, was described as the birth 
diagnosis period. The entire sample of mothers included in the study received a definitive 
diagnosis postnatally, making the birth and diagnosis a combined experience. Six of the eight 
mothers had some form of prenatal screening which had resulted in a false negative test. One 
mother who had been categorised as a high risk for Down syndrome had decided to forgo 
screenings due to previous religious beliefs and hoped for the best possible prognosis. Two of 
the mothers decided to forgo any form of prenatal screening due to personal religious beliefs. 
Mothers felt that they would have been emotionally more equipped to handle the prognosis 
had they received a diagnosis prenatally. However through the process of reflection and time, 
mothers also highlighted that there were a few benefits to not knowing prenatally as they 
would have terminated their pregnancy and regretted that choice. They also felt that they had 
had the opportunity to have a normal pregnancy without the stress of having to visit 
specialists. 
"If we had known [about his prognosis]early enough, we would've faced a 
difficult decision whether to terminate him or not. I'm very glad that we weren't 
given that option because it would've been the biggest mistake of my life if I had 
Not that I would have known it, but in retrospect, my life is certainly better for 
him being in it" (Jane) 
"We didn't know for sure. Which is probably the best way to be 'cause I had a 
nice pregnancy. I didn't have to go to specialists, obstetricians, and all that sort 
ofstuff' (Betty) 
All mothers others described,their emotional state during the diagnosis time as overwhelming 
and traumatic. Similar to that of Kubler Ross's grieving process (Sadock & Sadock, 2007), 
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they experienced grief for the child that they could have had. As the mothers had all received 
a diagnosis postnatally they described the initial shock and grief that was attached to a change 
in their expectations of the child they had imagined. Other emotions that were experienced 
during that time were fear and stress for the unknown and the future of the child. Mothers 
described this period as the most difficult phase as majority of the children were born with a 
co-morbidity or abnormality that was potentially life threatening, exacerbating and 
amplifying stress and anxiety. The degree of postnatal depression, anxiety and stress varied 
considerably among the mothers and had no predictive factors: 
"Obviously you grieve. We had a bit of a misconception of what Down Syndrome 
was .. so when we found out we were just totally devastated Totally devastated 
and shocked, but it didn't change my love for her at all .. Cause I already had that 
connection with her. I was scared too. 'Because I didn't know what to expect and, 
I think I was devastated and then scared" (Leanne) 
"Just dreadful grief Extreme distress ... it's a whole different pathway. So 
tremendous grief when she was first bornfor my normal baby that I didn't have" 
(Betty) 
"!felt extremely emptied I guess it was the total shock" (Britt) 
"I didn't know when I was pregnant that he had Down syndrome. And so I went 
through a pregnancy sort of blissfully unaware of what was coming, and 
dreaming, and expecting, and you know, really expecting this healthy 
baby"(Jane) 
"My God, my God, why have you forsaken me?" and that is how !felt. !felt like 
God had forsaken me. " (Hannah) 
The most frequently asked question during this time was consistent with Kubler Ross's 
Anger Phase (Sadock & Sadock, 2007); "Why me", "What have I done wrong?" Mothers 
experienced guilt and self-doubt during the initial phase and wondered if they had done 
something wrong to contribute to their child's diagnosis. Many mothers had also felt 
confused and wondered what they had done to deserve a child with an intellectual disability . 
. "Why us? What have we done wrong? What did we do to deserve this disabled 
child?" (Britt) 
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"Why did this happen to me .. Did I do anything wrong? Why did we have Lilly?' 
There were so many things that were buzzing around my head. 'Did my husband 
do something wrong? Did he drink too much?' There were lots of things, just so 
much uncertainty. I still don't know why we had her .. There was just so much of 
self-doubt. " (Rita) 
"Why me? How do I get through this? Will I get through this? Will she live" 
(Hannah) 
"You just, I suppose you ask the question why? Why us?" (Leanne) 
"What did I do wrong? What, you know, where could I have done anything 
different to prevent this, but it's really hard it's just chance in the end" (Carey) 
In general mothers highlighted their dissatisfaction with the approach of the medical 
profession to informing them about their child's diagnosis. Mothers felt that the medical staff 
were not emotionally equipped to handle such a task and were often very blase or clinical in 
their approach. 
"He had very bad bedside manners. But not only that, I felt like he was blaming 
me for the birth my child He kept saying, "So you didn't have a test did you? You 
didn't have a test did you? After the baby was born. .. "(Hannah) 
Some mothers had been given the diagnosis in their partner's absence. These mothers 
experienced overwhelming emotions and loneliness due to the lack of emotional and physical 
upport during disclosure of the diagnosis. 
"I was told a few days later by the Paediatridan. But he chose not to wait until I had 
my partner with me and told me by myself, so that was probably the most traumatic 
thing that's ever happened to me, to go through that by myself." (Leanne) 
Jane described how the nursing staff found it difficult to talk to her about what she 
was experiencing and would leave her information booklets instead of talking to or helping 
her. 
"My baby was in intensive care and nurses who wouldn't talk to me but would 
. leave things on my bed; [they] would leave a pack about Down syndrome on my 
bed for me to find, or I'd go to his cot and there'd be a pamphlet underneath the 
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cot about breastfeeding a baby with Down syndrome. No one actually talked to 
me, but they would leave things for me to find, and I think what I've rather had 
someone talk to me" 
Additional factors that affected maternal mental health at this time was the time frame for 
which they had to wait for a confirmation of diagnosis. Mothers who had to wait for more 
than 48 hours for a confirmation had increased levels of anxiety and frustration compared to 
those who had a short waiting period of 24 hours. 
"They sent away blood to do tests straight right away overnight. Then the 
[paediatrician]said oh you know, it's either Down Syndrome or it's something 
else that we'll have to go investigate and find out, so in a way it was kind of a 
relief to find out probably the next day that it was Down Syndrome because we 
knew what we were dealing with then. Whereas if it was some other strange 
genetic thing that you don't know what the prognosis is[it would have been allot 
harder J "Carey 
"We didn't get a confirmation that she had Down syndrome for six days. There 
was no hint ante-natally that she had Down syndrome because she didn 't have 
any of those classic signs that they picked up in an ultrasound. .. so it was a little 
bit frustrating. "Robyn 
"We had to wait for four days before the tests came through. They did blood tests 
there and then and it was confirmed. It was horrible. I was just felt like my head 
was zooming and I left in dreamland for those three days" Rita 
Despite the initial negative experience, all mothers elaborated on the joys and hopes that they 
experienced in the life of their child that had been achieved through the process of coping and 
acceptance. 
Coping and Acceptance 
Coping and acceptance are two attributes that interlink, support, shape the other through the 
process of coming to terms with a diagnosis of Down syndrome as well as during stressful 
life events. Mothers described the first year of the life of their child as the most difficult 
period in reaching acceptance and experienced emotions described in the Kubler Ross model 
. . . 
of grief (Sadock & Sadock, 2007). 
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The initial acceptance of having a child with Down syndrome was described as a journey. 
Mothers took varying lengths of time to reach acceptance and found that it was greatly 
affected by their personal beliefs, support systems, inspiring resources, the passage of time 
and maturity of mind. Acceptance was described as an ongoing process that was constantly 
adapting and changing with each difficulty or stress that a mother may experience when 
rearing a child with Down syndrome. 
"It's more like a puzzle, or maybe a mosaic. It's never really finished It just takes 
time and its bit-by-bit the emotions. I guess its finding contentment in where 
she's at and also seeing the beauty in her" (Carey) 
Support systems 
Mothers highlighted that the most useful support to coping with difficulties and stressful 
periods was their own personal spiritual beliefs and thought processes. Other avenues of 
support that they found beneficial in facilitating coping and acceptance were their family 
support systems, personal experiences of other mothers of children with Down syndrome and 
personal coping styles. 
Spirituality as a support system 
Mothers found that they turned to their spirituality when they were experiencing any form of 
difficulty e.g. "tough times" or had "hit rock bottom", to assist in coping when they could 
see no hope. Each mother experienced and reflected upon the spiritual dimension of her life 
differently. Those who had a religious background used those religious beliefs and values to 
ssist them in coping. Other mothers had a more self reliant approach, using their own 
experiences and beliefs to help them through life's adversities. Of the eight mothers 
interviewed, five mothers used a more personal belief approach while three had a formal 
religious approach to coping. 
Having a child with Down syndrome challenged each mother's spirituality. The challenges 
had the effect of either reaffirming or weakening religious beliefs. Some mothers actually 
turned away from their religious beliefs as a result of internal conflicts and changing 
perceptions of the world. 
"I've had a God, i don 't care if He thinks I'm special. I didn 'task for this child I 
don't feel very special at all. " Robyn 
"I've changed quite radically, probably over the last few years. I used to be - [I 
guess] I am still Catholic, I still go to church, but I don't really believe in God 
anymore" (Betty) 
Mothers found themselves questioning their personal religious beliefs. They questioned the 
presence of a God who let them suffer and experience depths of despair. Many mothers 
experienced anger towards God for causing them and their children pain and suffering. 
"ffhe 's so powerful, why does any child have difficulties?" (Robyn) 
"There's been many times when there's been angry as well, well if you 're so 
special [God]. Why can't you fix this or change this, or why did you make this 
happen?" (Leanne) 
Others, whose faith was reaffirmed by the birth of their child with Down syndrome had also 
experienced this anger, but described it as part of the process of coping. They reflected that it 
was easier to be angry with God than the people who were trying to support them. They 
found that the anger was temporary and was usually during the initial diagnosis period. They 
found that when they had overcome that anger and achieved a shift in their perception of the 
world they were able to use their religious beliefs to cope with the difficulties of having a 
child with Down syndrome. 
"You go through the same cycle of being.frustrated and angry. Angry at God or 
whoever you want to call it. Maybe it makes it easier than being angry at the 
people around you, I don't know .. It's sort of almost like a way to vent at not 
necessarily anything in particular. I don't know, it just helps, it's almost like you 
go through a certain process" (Leanne) 
"The Lord hasn't left us on our own, to cope with these things on our 
own. "(Britt) 
"I'm not disappointed with God ... Very early on I learned the difference between 
God and life. In other words, we live in a si,iful world, bad things happen, but 
that's not God's fault because God has given us freewill. From that point on I 
saw that that's how I viewed Emily that she wasn't on purpose. She was meant to 
. be like this. It was kind of because of the broken world we live in; sickness, sin etc 
and things that comes the broken world, and therefore instead of seeing . God 
going [mocking sounds] I saw Him saying; "Look, I knew this would happen and 
I'm here for you. " So that sort of was a paradigm shift in the way I looked at 
things. And that thanlfully was early on, that was after her heart surgery. " 
(Hannah) 
Religious beliefs 
Religious beliefs were used predominantly during the birth/diagnosis period or during times 
of high emotional stress such as when a child required a surgical procedure. Mothers 
disclosed that it gave them hope and comfort knowing that they were not alone. The belief in 
a higher power gave some mothers a feeling of control and grounding during difficult 
situations, making them feel more emotionally secure. Religious beliefs were also found to 
facilitate and shape acceptance. 
"It was part of God's plan,· [it] was going to be ok And that probably helped a 
lot, that belief that we'd get through it and you don't get given anything you can't 
handle that sorts of [reasoning], so that probably helped quite a lot I would say" 
(Betty) 
"What tends to happen, I think for me, is when a tragedy happens, that's when I 
do probably want to try and lean closer towards God or something that's out 
there, I think, almost as a comfort" (Leanne) 
Personal beliefs 
-"J1enerally the majority of the mothers who used their own personal beliefs, values and 
framework for living found that these beliefs were strengthened through having a child with 
Down syndrome. Mothers found that they became less reliant on faith and more dependent on 
their own thought processes and logic to assist them in coping and acceptance. Those who 
had some form of religious background used those values to guide their decisions and actions 
during life's difficulties. Mothers who relied more on their internal thoughts, reflected a more 
pragmatic approach to life, focusing on the positives instead of dwelling on all the negatives. 
"I just have my brain and my thinking. I suppose my personal beliefs are, I've 
taken a lot from religion. I think it's the personal philosophy that you try to be 
. nice, you try to be ni<:;e to people" (Betty) 
" I think it certainly helped because there have been times when I've needed to 
call on my spiritual beliefs and that's giving me strength whether that's more of 
an internal or external strength, I don't know but it has given me strength. "(Jane) 
Spiritual support 
Mothers disclosed that their husbands were the ones who supported them spiritually. Having 
a similar approach to life only strengthened their emotional support system. Mothers also 
revealed that they predominantly relied on themselves for spiritual support, using their own 
values and framework for living to guide decision making. 
"When I was caving in, he was a tower of strength" (Betty) 
"I think spirituality in term [of support], my husband first and foremost. My 
husband's very easy-going person and he just goes with the flow so that makes it 
very ea:,;y for me when I have my moments" (Robyn) 
Hope is an attribute of spiritualty that assisted with coping. It is a process of believing in a 
positive outcome related to stressors or difficult life events. Mothers described that through 
the process of hope they were able to gain a sense of control, adaptation and direction. 
Mothers found that watching their child achieve ce1iain milestones or overcome difficulties 
gave them hope for the future. Hope was also gained through the positive attitude of the child 
as all the children were content with life despite any struggles they may have experienced. 
Prayer 
"There's hope all the time, all the time when she does something new .. I think you 
have to believe that [there is hope], otherwise you will go crazy. " Robyn 
"She has done more than we ever thought that she could do she's just [progressed] 
in leaps and bounds. So we 're ve1y proud of [her], you know, where she's at" 
(Leanne) 
Mothers found prayer to be a valuable avenue of support in assisting them during difficult 
situations. They found that it facilitated coping and was a means of communicating with God. 
Many mothers highlighted that prayer helped them relax and provided comfmi during 
stressful occasions such as when a child required surgical intervention. Mothers also found 
that prayer gave them the strength to deal with difficult situations. Prayer was used frequently 
when mothers felt isolated, anxious or depressed. Mothers found prayer to be a strong means 
to coping. Those mothers who had turned away from their religious beliefs still used prayer 
as a means of comfort during a crisis. 
"The more I got anxious about it, the more it was becoming; I really was 
unnerved about having the baby... it got quite bad and in the end I remember 
having to pinch myself and saying, "Look, just pray about it. You 're becoming so 
worked up about it. It's not actually going to prove anything worrying, so you'll 
just have to leave it to the Lord .. And through prayer, you 're given the strength 
to do it. I !mow I wouldn't have otherwise. I know that I wouldn 't have gotten 
through without prayer and having relied on the strength from above." (Britt) 
"I said a prayer. Please God let her be ok, because I was getting really panicky 
by that stage. So I think it's just a reflex action. I didn't even believe in God why 
am I praying to him but its ok !just had that thought" (Betty) 
Family support system 
Mothers described that physical and emotional support from family and friends had a 
significant impact on their mental well being. Having emotional support from family 
member's facilitated coping, mothers found that it easier to handle difficult situations when 
they had someone with whom to share the experience. Mothers found physical support 
articularlyuseful during the initial diagnosis/adjustment period or when their child was 
admitted to hospital. Physical support included some form of respite for parents, cooking, 
cleaning and taking care of other children in the family. Mothers found this support was 
useful as it decreased the load of stressors they had to consider. Mothers who had limited 
family support systems highlighted the difficulties they experienced. They experienced 
loneliness and exhaustion and had higher levels of anxiety and depression. 
"Both sets of grandparents, if we ever say help, they'll be there in an instant. No 
problems. My friend .she would be there you !mow, If I said help she would come 
to· help us and I've got several other friends that would probably do that as well . 
. My husband is very supportive. He has a sort of job where he can be flexible 
around things too[so that helps}" (Carey) 
"My family; my parents and my two brothers are amazing and wonderful; very 
supportive. My mom in particular, my mom and dad will have John stay with 
them for days at a time, which is great because in a sense that's respite for James 
and I This .last week they had all three kids which was incredible and James and 
I actually, I didn't cook, we went out for dinner, went to movies, we slept in. It 
was amazing time" (Jane) 
Spousal supports had a significant impact on coping. Families where spouses were very 
supportive of each other showed better psychological adjustment and positive coping. In 
contrast, families where spouses experienced their own grief individually, without supporting 
each other, found coping and acceptance considerably difficult. 
"My husband Frank, I think he was in shock as well so I think we went through 
our own little private grief, not together. So it was hard. It was very hard. I didn't 
really have support" (Betty) 
Personal coping styles 
Mothers adopted many personal coping styles which were influenced by their spirituality, life 
experiences, background and spousal support. Coping styles and approach to life appeared to 
have a significant impact on maternal mental health outcomes. Mothers who described a 
pragmatic or optimistic approach to life described reduced levels of stress and anxiety. They 
were able to cope with stressors and difficulties better as they did not focus on the negatives 
but rather the solution; shifting the focus and stress to a positive outcome. Some mothers 
u~ecl their religious beliefs to assist them in a pragmatic life approach with the comfort of 
knowing that God had a plan for them. 
"I am a fairly realistic sort of person. We can't change it. She's here. She's not 
going anywhere. It's not going to be fixed .•. My husband's very good as well in 
terms of he was like "Well she 's here now. Let's just get on and do it. " So that 
was our approach. We just had to do it, just get on and do. No one's going to 
come and take her away. We don't refuse offers of help but in terms of she's ours 
and she's our responsibility and we look after her so we make our own path 
through things" (Robyn) 
"I'm an optimist and I always see that there's hope for eve1ything and I always 
try to find a positive in everything. So no matter how bad the situation is, I'll be 
the one that says yes but, you know, da-da-da and I'll say the positive" (Leanne) 
"This is what God gave us and this is what you know, we accept and we carry on 
kind of a thing" (Carey) 
Some mothers found comf01i in ignoring the fact that their child had Down syndrome. This 
strategy helped mothers in their initial coping. Mothers were able to enjoy the fact that they 
had a healthy child without the added stress of early intervention programs or societies 
"For the first year I just ignored it completely. Even though we had a diagnosis, 
and we had blood tests.... My approach for his first year of his life was to 
completely ignore the fact we had Down syndrome and just enjoy the fact that I 
had a baby. " 
Inspirational Resources 
Mothers highlighted the use of inspirational resources or reading about the personal 
experiences of other mothers very useful in facilitating coping. Mothers f mmd by reading 
about other mothers' personal experience with Down syndrome they were given a frame of 
reference on how to cope with difficulties and stressors. They found it a useful guide during 
difficult life decisions as they were able to relate to similar life experiences. 
"T've got all the book<; written by mothers with children with Down syndrome and 
that's been really good reading about other mother's experiences, talking to 
other mothers that I've met along the way has been really good So that's all 
helped. That all really, really helped" (Jane) 
Through the reflection process three quarters of mothers referred to a poem; "Welcome to 
Holland" (Kingsley, 1987)which helped them to cope during the initial diagnosis/birth 
experience. Welcome to Holland (Appendix D) is a widely recognised poem written by a 
mother of a child with Down syndrome(Kingsley, 1987). The poem gives mothers hope and 
develops resilience. Some mothers described how the poem had helped them change their 
perspective of their child and. facilitate positive coping. They stopped comparing their child to 
normally developing children and started measuring them against their own growth and 
development thus reducing frustrations and stress. 
Betty describes how she found the poem useful in her interpretation: 
"It's talking about [how] you were expecting to have a trip to Italy and you wake 
up and you 're in Holland, and it's like that. Just have to ... its ... Holland's a lovely 
place but it's not Italy. So you just have to get your expectations geared around a 
different situation" 
Down Syndrome WA 
(, 
Mothers found that the support and care provided during the initial period from organisations 
such as the Down Syndrome WA were very useful. In particular the support from another 
mother of a child with Down syndrome was very important. Mothers found this emotional 
support very comforting and inspiring as it gave them hope. Other mothers found the 
emotional and physical support very useful in reducing stress and anxiety of the unknown. 
"I think the thing that I found most comforting was that the mother that came 
around from the Down Syndrome [WA] you know, she was attractive. She had 
her act together. She was still - you know? Her life hadn't fallen apart. So I 
thought that if having a child with Down syndrome hadn't ruined her, you know? 
She was still really [normal], and !found that quite inspiring. "(Betty) 
Support from organised religion 
~Religious organisations provided emotional, instrumental and financial support to those 
mothers who sought help from their religious organisation. However it was not forced on to 
them. Mothers only received this help if they were part of a religious community. Mother's 
involvement within an organisation largely depended on their acceptance of the child with 
Down syndrome. One mother described her personal experience when they had moved 
churches because they felt that her original congregation did not relate very well to her child. 
"We did have a period where we had four years in another church that did not 
relate to Emily well at all. That church, I found it difficult to make an emotional 
investment in. " (Hannah) 
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The main form of support that mothers gained from their organisation was emotional support, 
particularly during the birth/diagnosis period from members of the congregation and 
ministers. They provided moral support, encouragement and prayers for the family. Ministers 
had varying degrees of involvement depending on their relationship with the mother. Some 
ministers were present during surgical interventions, providing that emotional support for the 
family, while others would just provide words of encouragement. Mothers found prayer to be 
the most comforting form of emotional support that the organisation and congregation could 
offer to them: 
"We couldn't have done it without prayer and without family and members of the 
church coming in and helping and [that] sort of thing" (Britt) 
Mothers also found instrumental support very beneficial in reducing stress. Many members of 
the congregation gave families cooked meals or food during the birth/diagnosis period and 
helped with minor duties around the house, reducing the load on mothers. Some 
organisations were very generous in the support they gave their members and provided them 
with financial assistance when they needed it the most. 
"They would come in and help in the house, and they would cook us meals and 
drop them in. They would come over and have a chat, and a cup of tea, but I 
guess more important, they would pray for us and offered moral support" (Britt) 
"Besides our church, we had two other churches supporting us like giving us 
money ... They gave us a few weeks of frozen food. The other church took an 
offering and when we stood up and thanked them, they took another offering and 
they gave us $5 00 and it was enough to buy a fridge" (Hannah) 
In general religious organisations were viewed as very supportive and beneficial to families. 
Religious teachings were used to strengthen and reaffirm religious beliefs during harrowing 
periods. Support systems in general were very beneficial to mothers in supporting their 
mental health. 
Outcomes of being a mother to a child with Down syndrome 
Mothers had experienced many adjustments through the lifetime of having a child with Down 
syndrome. The most common significant modification that mothers highlighted was a change 
in life plans and occupations. The majority of mothers had some form of occupational change 
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since having their child with Down syndrome, with reduced working hours to allow them the 
flexibility to cope with therapies and unforeseeable circumstances. Other significant changes 
that mothers noted were reduced friendships and modified family dynamics and personal 
growth. 
Another significant change that mothers experienced was a reduction in the number of 
friendships. In general mothers reported a significant drop in the number of friendships and 
social participation after having their child with Down syndrome. However through this 
process mothers were able to discover true friendships. Mothers found that those friends who 
had drifted were unable to talk about Down syndrome and its personal implications. Other 
mothers found that their friendships were based on how individuals interacted with their child 
with Down syndrome. Hannah explains her personal experience of friendships: 
"My choice of friends depends on their relationship with Emily. It does. lf they 
really don't get her, if they exclude her, then I don't have much time for them 
because one of the things the chaplain said that was really word of wisdom -- and 
I think this goes for anybody -- is surround yourself with supports" 
In parallel with these changes in social relationships, mothers also found a reduction in social 
interaction as it was more difficult to socialise with some families due to stressors such as 
behavioural problems. Relationships with friends were generally delicate, while relationships 
between family members were unyielding. 
Family dynamics 
In general mothers had found that having a child with Down syndrome had strengthened 
family relationships and brought the entire family closer together. Members in the family 
were very supportive and caring of each other and in particular the child with Down 
syndrome. 
Some mothers also expressed the guilt that they experienced on behalf of their other children. 
They felt that the other children were deprived of attention and had to be more emotionally 
mature. However from these experiences mothers described the positive characteristics that 
their other children had dev~loped due to having a sibling with Down syndrome. All of the 
children had developed some form of empathy and patience and were very responsible. 
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"And I sort of felt bad. It is a big load on the other children but in a sense; it does 
them a world of good" (Rita) 
Mothers expressed that despite having a close family bond, they found that their relationships 
with their husbands were jeopardised; they had no time to contribute to their relationship. 
This was particularly so for mothers in full or part time work. Mothers felt that their lives 
were consumed by the life of their children or work leaving minimal time for spousal 
relationships. Mothers found that children in general had a significant impact on spousal 
relationships, either reaffirming or weakening them. 
"I think babies will exacerbate whatever the relationship's like. Like if it's a big 
strong, solid relationship then babies will make it more solid, if it's a shaky 
relationship then babies will make it more shaky" (Betty) 
Many mothers found that having a child with Down syndrome had affected their family 
planning. Few mothers had decided to stop having other children due to high risk of Down 
syndrome or the possibility of having another child with Down syndrome. The majority of 
the mothers found that it prompted them to have more children so that they could provide that 
emotional support and companionships for their sibling. However some mothers also felt that 
they needed to have other children to prove to themselves that they were good mothers and 
did not want to leave the birthing experience on a negative note. 
Personal growth 
Through the experience of being a mother of a child with Down syndrome mothers had found 
that they grown as individuals and developed certain characteristics such as acceptance, 
compassion and patience. They felt that having a child with Down syndrome had contributed 
to their self-definition as a people and as mothers. Mothers had felt that they were 
considerably more grateful and learned to be more relaxed "not sweat the little things" and 
found that their priorities in life had changed. They felt that they were emotionally and 
spiritually stronger. They also felt that spirituality through the experiences in the life of their 
child had toughened personal beliefs and values. Mothers with strong religious beliefs found 
that through their life experience they had formed stronger links with God. Many mothers 
·-had highlighted that their life was certainly better for their child with Down syndrome being 
in it. 
"lf you sort of look at it what's happened over all the years, I definitely believe 
that it's made us better people" (Leanne) 
Spirituality and organised religion 
This study found that quantitatively spirituality and organised religion had little effect in 
supporting the mental health of mothers of children with Down syndrome, rejecting the initial 
hypothesis based on the works of Fewell (Fewell, 1986). However perhaps and due to the 
personal and intimate nature, spirituality may not be a construct that can be quantitatively 
measured. Qualitatively spirituality was described as a strong, dynamic source of support in 
coping with stressors and life's challenges associated with raising a child with an intellectual 
disability than organised religion. 
Mothers in the qualitative study reported using some form of spirituality to cope with the 
acceptance of having a child with Down syndrome. However there was a tendency for 
mothers to use their personal rather than their religious beliefs in coping as well as in 
understanding and making sense of disability. Qualitatively, mothers descriptions of personal 
beliefs were consistent with previous studies conducted by Fewell (1986) or Haworth and 
colleagues (1996). Echoing the studies of King and his colleagues as well as Treloar, we 
found that having a child with a disability caused individuals to question their personal 
beliefs, values, and priorities in life (King et al., 2009b; Treloar, 2002). 
·-particular, mothers tended to question themselves and the universe. When considering 
religious beliefs and the notion of a higher being or God-like spirit who is the creator of life, 
individuals found it difficult to find the meaning behind having a child with a disability. The 
most frequently asked question was 'Why?', and mothers commonly struggled with spiritual 
questions such as; "Why does God create disability?". Studies examining the use of 
spirituality or religion in coping with having a child with an intellectual disability 
consistently found that mothers frequently asked the question "Why" during the initial 
acceptance phase (Fewell, 1986; King, et al., 2009b; Treloar, 2000, 2002). 
Overall, mothers highlighted that spirituality (including both personal and religious beliefs) 
Was an integral part of reaching acceptance. This finding parallels previous qualitative 
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research by Treloar(2002); that mothers used their spirituality to guide their understanding of 
the difficulties they were experiencing as well as to establish meaning for disability; in tum 
facilitating acceptance. In general it was found that hope and prayer were specific facets of 
spirituality which helped them in achieving acceptance. 
Qualitatively, mothers found the use of prayer facilitated coping with stressful life events in 
particular when they felt isolated, stressed or anxious. Mothers also reported that prayer was a 
source of comfort. This finding is consistent with that of Poston and Turnbull (2009) in 
examining the role of spirituality and religion in family quality of life. Previous research has 
suggested that seeking comfort through prayer is associated with better mental health 
outcomes and increased quality of life (Coulthard & Fitzgerald, 1999). 
In this study mothers described hope as the process of believing in a positive outcome related 
to stressors or difficult life events. Previous research (King et al., 2009a; Tam & Poon, 2008) 
has found that by maintaining hope, family members were able to maintain control and 
empowerment. Hope allows families to be optimistic about their future, strengthening 
values, priorities and overall well being in life (Tam & Poon, 2008). 
Organised Religion 
In this study, it was found that religious organisations provided instrumental and emotional 
support only to those mothers who actively sought help from their religious organisation. 
Mothers from both research approaches used in this study highlighted that the emotional 
support provided by their congregation and minister to be very beneficial in supporting their 
mental health. Research within the normative populations in religious settings indicate that 
strong social support systems are associated with better physical and mental health outcomes 
(Krause, 2001 ). 
Additionally, Fewell (1986), examining the support provided by religious organisations, 
highlighted that they also provided social, educational and structural support. Structural 
support encompasses the framework for individuals to adapt to new life roles and 
responsibilities as they progress through life such as baptism or marriage (Fewell, 1986). 
Overall mothers in this study viewed religious organisations as supportive, accepting and 
beneficial to families. 
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Factors affecting maternal mental health 
Quantitatively this study found the DASS and mental health component of the SF12 (MCS) 
were highly correlated and accurate in measuring mental health of mothers of children with 
Down syndrome. This study found both quantitative and qualitative evidence to suggest that 
the most significant maternal and child predictors of poorer mental health were the child's 
behavioural difficulties, health conditions, financial stress and working status. While 
predictors of better mental health outcomes were the child's level of everyday functionality 
and total number of siblings and being in de-facto relationship.or married. 
The average maternal mental health scores in this study were significantly lower than the 
average score of the normative population in South Australia (Avery, et al., 2004). The 
DASS allowed for exploration of this distress in the areas of depression, anxiety and stress, 
and found that although proportions of mothers did fall into the areas of extreme depression, 
anxiety and stress, this was not statistically different to the norm as presented by Lovibond 
and Lovibond (1995) and my cohort. General mental health measured by the MCS supported 
· previous research which has reported that mothers of children with intellectual disabilities 
report reduced mental well being than parents of typically developing children (Friedrich, et 
al., 1988; Singer, 2006). 
Results from both of the methods used in this study highlighted that the most significant child 
factors influencing mental health were the emotional and dysfunctional behavioural problems 
of the child. More dysfunctional behavioural problems were measured quantitatively using 
the DBC and were significantly associated with poorer mental health as measured by the SF-
12(MCS) and DASS. Qualitatively mothers highlighted the stress and anxiety that resulted 
from the aggressive, antisocial or reclusive behaviour demonstrated by the children. This 
· finding is consistent with numerous studies that highlighted behavioural problems as one of 
the most major predictor of reduced maternal well being when caring for a child with an 
intellectual disability (Abbeduto, et al., 2004; Bourke, et al., 2008; Dabrowska & Pisula, 
2010; Eisenhower, et al., 2005; Raina, et al., 2005). Furthermore a high score on the DBC 
Was also the most significant factor in increasing the odds of severe depression, severe stress 
and severe anxiety in mothers. 
In contrast, child factors associated with improved mental health include greater 
' ' ' 
independence and total number of siblings. Quantitatively, functional independence as 
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measured by the W eeFIM demonstrated that mothers of children with higher levels of 
functionality or independence in completing tasks demonstrated better mental health 
outcomes (as measured by the SF-12 MCS). Relevant research on functionality of children 
with intellectual disabilities into this area has found conflicting results. Laurvick (2006), 
found no relationship between the degree of child's functionality and maternal mental health 
when looking at Rett syndrome, a severe neurological disorder, and maternal well being. 
Other researchers have found that parents were more stressed when their children required 
assistance with activities of daily living (Bourke, et al., 2008; Raina, et al., 2005) . 
Both the quantitative and qualitative approaches highlighted a greater number of children in 
the family was positively associated with maternal mental health. Quantitative results 
revealed mothers with two and four children had better mental health outcomes as measured 
by the DASS and SF-12 (MCS). Quantitatively, having two children in the family (including 
the child with Down syndrome) reduced the odds severe DASS depression by 10% compared 
to having only a child with Down syndrome. Qualitatively mothers expressed that having 
more children after their child with Down syndrome had reduced their levels of depression, 
and had even prompted the decision to have more children than originally planned. There is a 
paucity of research in this area to develop a greater understanding of this phenomenon. 
When we looked at the maternal factors that impacted on mental health, the most significant 
factor across both research methods found that those mothers who were married or in a de-
facto relationship showed better mental health outcomes. Quantitatively, this finding was 
measured by the SF-12(MCS), while the DASS demonstrated that mothers who were married 
in a de-facto relationship had reduced odds of severe DASS depression than those mothers 
who were single. In the qualitative component mothers found that spousal support helped 
them cope with life's adversities and stressful events both physically and emotionally. 
Previous research suggests that spousal support and the quality of the spousal relationships 
have been found to affect the coping mechanisms of the caregiver in particular mothers 
(Gallagher, et al., 2008; Lambrenos, Weindling, Calam, & Cox, 1996; Poston & Turnbull, 
2004; Raina, et al., 2005; Scorgie & Sobsey, 2000). Positive coping is predictive of 
. improved mental health (Dabrowska & Pisula, 2010). 
Other maternal factors that influenced maternal depression and stress included financial stress 
and the working status of the Jllother. Research has indicated that the parent who are the 
primary caregiver of a child with an intellectual disability commonly modify their personal 
and work hours to accommodate to their children's needs (Wayne & Sheama, 2005). This 
finding emerged in our qualitative data. Reduced work hours subsequently reduced maternal 
income increasing financial stress experienced. In the quantitative study, mothers who 
reported higher gross parental income showed improved mental health as did those families 
who had just enough money till the next pay. Having a high income also reduced the odds of 
severe depression as identified through the DASS. 
An additional maternal factor that increased the odds of severe depression was mothers being 
born in a country other than Australia or England. These mothers had almost three times the 
odds of experiencing severe depression compared to Australian born mothers. Research has 
shown that when moving to an unfamiliar culture parents may find it very difficult to adapt 
and advocate for the need of their child (Neely-Barnes & Dia, 2008). Learning to adapt and 
cope with cultural and lingual barriers and the associated frustrations can amplify the stress 
and anxiety associated with caring for a child with an intellectual disability (Neely-Barnes & 
Dia, 2008). Qualitatively these stressors were also experienced by mothers who had moved 
states within Australia. They described increased levels of anxiety and stress due to lack of 
family supports and social isolation. 
Personal experience of having a child with Down syndrome (Qualitative results) 
Qualitatively this study found that mothers' personal experience of having a child with Down 
syndrome to be vastly diverse and dependent on the child's age, functionality, support 
systems and method of diagnosis. The majority of mothers in this study highlighted their 
dissatisfaction with the medical profession in the method of delivery of the diagnosis 
as all mothers received a definitive diagnosis postnatally. Research into this area 
showed that the timing and way in which the diagnosis of Down syndrome is delivered may 
influence the coping of mothers(Lalvani, 2008). 
All of the mothers described their acceptance process similar to Kubler Ross's grieving 
process (Sadock & Sadock, 2007). This included depression or anger for the child that they 
didn't have, anger with God or the medical profession, questioning or bargaining with God 
and finally ac'ceptance(Sadock & Sadock, 2007). However acceptance was also described as a 
complex process that was greatly affected by their personal beliefs, support systems, inspiring 
resources, the passage of time and maturity of mind. 
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In this study mothers highlighted that the most beneficial source of support was from their 
spouses and family members. Mothers who had strong support systems from both spouses 
and immediate family reported better mental health. Considerable research has highlighted 
the importance of the role of social support and its role in mitigating stress and facilitating 
positive coping. Parents of children with intellectual disabilities who receive greater support 
have shown better psychological adjustment and positive coping (Gallagher, et al., 2008). 
Other avenues of support include personal experiences of other mothers of children with 
Down syndrome and the poem Welcome to Holland (Kingsley, 1987). Mothers found that 
reading or listening to other mother's personal experience of having a child with Down 
syndrome was particularly useful. They could use this information as a point of reference in 
coping with stressors or coming to a greater acceptance to being a mother to a child with 
Down syndrome. The poem Welcome to Holland was a source of support and comfort or 
gaining perspective for mothers in coping with the initial diagnosis period and accepting their 
child (Kingsley, 1987). The poem allowed for a paradigmal shift in the perspective of having 
a child with Down syndrome; "it's not what you were expecting but it's still a beautiful 
journey" (quote from Betty). 
Qualitatively, greater depression among mothers in this study was associated with being the 
primary care giver, change in chosen occupation and reduced participation in activities of 
leisure. These findings are consistent with previous quantitative research by Olsson and 
Hwang (2001 ), who reported parental depression, assessed using the Beck Depression 
Inventory (BDI), was greater in mothers of children with autism and/or intellectual disability 
than in mothers of children without an intellectual disability. The finding that mothers of 
children with intellectual disabilities experienced a reduction in friendships was another 
emergent theme that mothers indicated as distressing which influenced their social 
participation and activities of leisure. Depression was also associated with reduced 
friendships as mother's experienced social isolation. The finding that mothers had decreased 
friendships echoes the works of Raine, et al and Wayne and colleagues. Lifestyle changes 
such as modified work patterns and social relationships are all factors that influence stress 
and coping of new mothers (Raina, et al., 2005; Wayne & Sheama, 2005). 
Despite the difficulties, mothers expressed more joy than sadness. A few of the positive 
outcomes that mothers highlighted included spirituality and personal growth. Personal growth 
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as an individual is rewarding for both the parent and the child. New skills such as advocacy 
and new social circles are developed (Lalvani, 2008). Values and beliefs can be transformed 
as there is a change in the perspective oflife and acceptance of the child (Lalvani, 2008; 
Scorgie & Sobsey, 2000). Factors such as personal beliefs, values and strength of family 
support will shape and guide acceptance and coping with having a child with a disability. 
The strengths of our quantitative study include; having a large population-based cohort of 
participating mothers of children with Down syndrome that covers a wide range of ages (0-25 
years) and a comprehensive data collection instrument. An additional factor that strengthened 
the quantitative study was having a high response fraction of 73 %. Qualitatively mothers 
were able to provide their personal perspective on the measures of support that 
counterbalanced discrepancies found in the quantitative analysis. 
Limitations 
As the quantitative data were derived from a cross-sectional survey, we were unable to 
examine cause and effect relationships (Portney & Watkins, 2009b). Another limitation of the 
questionnaire was that responses may not always be accurate due to recall error or 
misinterpretation of terminology (Portney & Watkins, 2009b).Within both methods of 
research there were limited numbers of mothers who practised organised religion, which may 
have contributed to the findings that perceived spiritual support was more useful than 
organised religion. In the quantitative analysis only 58% of the cohort described themselves 
as utilising religious based supports while just three participants in the qualitative sample 
practised organised religion or used religious organisations as an avenue of support. 
Overall findings suggest that spirituality was a stronger support than organised religion. 
However both were useful in mediating stress and supporting mental health particularly 
during stressful life events. In this study, stressful life events were described as initial 
acceptance, developmental behaviour of the child, functionality of the child, health conditions 
and financial stress. However factors such as being married or in a de-facto relationship and 
increased sibling number were associated with better mental health outcomes. The findings 
from our study and the paucity of previous research examining the role of spirituality in 
supporting the mental health of mothers of children with Down syndrome, highlights the need 
for further research to he conducted. In particular, this study demonstrates that there may be a 
need to investigate the benefits of health professionals considering the family's approach to 
spirituality at the time of the initial diagnosis or birth of a child with an intellectual disability. 
Results from this study can contribute to the understanding of spirituality and organised 
religion as a support mechanism to guide health professionals and service providers 
concerned with meeting the holistic needs of parents, families and children with Down 
syndrome. Ultimately the role of supports such as organised religion and spirituality may lead 
to enhanced well being for mothers of children with disabilities. 
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Tables 1- 13 
and Graph's 1-2 
Table 
Characteristics of Mothers and Their Child (N=250) With Down Syndrome in Western Australia (2004) 
Measure 
Maternal Factors 
Maternal age 
Maternal Occupational Level 
high 
low 
Highest Maternal Qualification 
Primary school & Some high school 
Completed high school 
Trade/Technical qualification 
Advanced diploma 
Bachelor Degree 
Graduate diploma 
Post Graduate degree (Master's/PhD) 
Maternal Working Status 
High skilled & working 
Low skilled & working 
Not working 
Unknown 
Marital status 
Married/de facto 
Single 
. Financial Stress 
"Unspecified" 
"We are spending more money that we get" 
No. of 
Observations (%)a 
247 
90 (69) 
40(30) 
63(25) 
48(19) 
42(16) 
26(10) 
33(13) 
27(10.8) 
11(4) 
90(36) 
40(16) 
113(45) 
7(2) 
209(89) 
25(10) 
2(0.8) 
40(16) 
Mean SD 
43.900 8.34 
Range 
24-68 
87 
Measure 
No. of Mean SD Range Observations (%t 
. "We have just enough money to get us through to the next 
pay" 67(27) 
"There's is some money left over each week but we just 
. spend it" 8(3) 
!!We can save a bit now and again" 109(45) 
''.We can save a lot" 16(6) 
Gross parental incomeb 
Less than $20, 800 39(16) 
$20, 800 - $36, 399 36(15) 
$20, 400 - $51, 999 40(17) 
$52,000 - $77, 999 41(17.6) 
$78, 000 or more 50(21) 
Preffer not answering 26(11) 
Country of mother 
Australia 168(67) 
England/UK 42(16.8) 
Other 40(16) 
Total Spirituality score 250 16.232 10.624 0-30 
Total Organised religion score 146 13.068 7.529 1-25 
Family and Community Supports 249 27.176 11.76 4-64 
Child Factors 
Child age at questionnaire 250 12.250 7.027 0.34-25.11 
Gender Child 
Male 137(54) 
Female 113(45) 
88 
Measure No. of Mean SD Range Observations (%t 
Birth Order 
1 77(30) 
2 68(27) 
3 54(21) 
4 26(10.5) 
5 or more 25(10) 
Sibling Number 
0 18(7.2) 
1 52(20) 
2 93(37) 
3 50(20) 
4 18(7.2) 
5 or more 19(7.6) 
Developmental Behaviours Checklist Total 211 36.706 22.771 0-106 
WeeFIM Total 223 93.417 24.504 24-126 
Total Costs of Hospitalisations (In Australian Dollars) 249 3657.731 5086.84 20.162-38062.359 
Notes 
a Percentages are based on cases with non missing data. 
b. Gross parental income reported in Australian Dollars 
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Table 2. 
Odds of severe mental health outcomes using the DASS" according to maternal and child factors 
Severe Depression Severe Anxiety Severe Stress 
Category 
OR95%CI P Value OR95%CI P Value OR95%CI P Value 
Maternal age groups 
Under40 Baseline Baseline Baseline 
40 to 50 0.894 (0.273 - 2.930) 0.854 0.408 (0.111 - 1.500) 0.177 0.388 (0.105 - 1.426) 0.154 
50 and above 1.022 (0.262 - 3.991) 0.975 1.308 (0.399 - 4.289) 0.658 1.231 (0.375 - 4.043) 0.732 
Maternal Occupational Level 
High Baseline Baseline Baseline 
Low 1.743 (0.372 - 8.178) 0.481 3.222 (0.686 - 15.129) 0.138 1.750 (0.373 - 8.221) 0.478 
Highest Maternal Qualification 
Primary school & Some high 
school Baseline Baseline Baseline 
Completed high school 0.413 (0.080 - 2.144) 0.293 0.533 (0.130 - 2.181) 0.382 0.640 (0.151 - 2.705) 0.544 
Trade/Technical qualification 0.232 (0.027 - 1.999) 0.183 0.400 (0.079 - 2.027) 0.268 0.458 (0.088 - 2.390) 0.354 
Advanced diploma 0.380 (0.043 - 3.323) 0.382 0.667 (0.129 - 3.446) 0.629 0.764 (0.144 - 4.060) 0.752 
University Degree 0.877 (0.268 - 2.871) 0.828 0.232 (0.046 - 1.161) 0.075 0.410 (0.098 - 1.717) 0.223 
Maternal Working Status 
High skilled & working Baseline Baseline Baseline 
Low skilled & working 1.743 (0.372 - 8.178) 0.481 3.222 (0.686 - 15.129) 0.138 1.750 (0.373 - 8.221) 0.478 
Not working 1.861 (0.554 - 6.252) 0.315 2.510 (0.659 - 9.559) 0.177 1.853 (0.551 - 6.230) 0.319 
Unknown omitted omitted omitted 
Marital status 
Single Baseline Baseline Baseline 
Married/de facto 0.236 (0.067 - 0.833) 0.025 0.701 (0.147 - 3.327) 0.654 1.634 (0.205 - 13.046) 0.643 
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Category Severe depression 
Severe Anxiety Severe Stress 
OR95%CI P Value OR95%CI P Value OR95%CI P Value 
Financial Stress · 
"Unspecified" * * * 
"We are spending more 
. money that we get" 1.054 (0.320 - 3.474) 0.932 1.452 (0.413 - 5.107) 0.561 * 
"We have just enough money 
Jo get us through to the next 
pay" Baseline Baseline 0.963 (0.262 - 3 .531) 0.954 
"There's is some money left 
over each week but we just 
spend it" * * * 
"We can save a bit now and 
again" 0.138(0.028 - 0.670) 0.014 0.387 (0.105 - 1.427) 0.154 0.320 (0.076 - 1.353) 0.121 
"We can save a lot" * * 0.550 (0.057 - 5.349) 0.606 
Gross parental incomeb 
Less than $20, 800 Baseline Baseline Baseline 
$20, 800 - $36, 399 0.400 (0.073 - 2.206) 0.293 1.091 (0.206 - 5.787) 0.919 0.565 (0.097 - 3.297) 0.525 
$20, 400 - $51, 999 0.358 (0.065 - 1.967) 0.237 0.973 (0.184 - 5.142) 0.974 0.709 (0.148 - 3.399) 0.668 
$52,000 - $77, 999 0.349 (0.064 - 1.915) 0.225 * 0.224 (0.024 - 2.104) 0.191 
$78, 000 or more 0.139 (0.016 - 1.241) 0.077 * 0.365 (0.063 - 2.103) 0.259 
Prefer not answering * * * 
Country of mother 
Australia Baseline Baseline Baseline 
England/UK 1.538 (0.390 - 6.068) 0.538 0.348 (0.044 - 2.775) 0.319 1.325 (0.342 - 5.126) 0.684 
Other 2.857 (0.882 - 9.258) 0.080 1.586 (0.477 - 5.267) 0.451 1.968 (0.573 - 6.758) 0.282 
Child age groups at questionnaire 
0-5yrs Baseline Baseline Baseline 
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Severe Depression Severe Anxiety Severe Depression 
Category OR95% CI P Value OR95%CI P Value OR 95% CI P Value 
6-lOyrs 0.885 (0.170 - 4.600) 0.884 1.356 (0.217 - 8.470) 0.745 1.224 (0.260 - 5.773) 0.798 
11 - 14 yrs 1.394 (0.265 - 7.343) 0.695 2.136 (0.338 - 13.502) 0.420 0.938 (0.148 - 5.937) 0.945 
.15-18yrs 1.022 (0.196 - 5.335) 0.979 1.567 (0.250 - 9.818) 0.632 1.000 (0.192 - 5.222) 1.000 
19-25yrs 1.057 (0.225 - 4.963) 0.944 2.061 (0.382 - 11.112) 0.400 1.034 (0.220 - 4.858) 0.966 
Gender Child 
Female Baseline Baseline Baseline 
Male 1.065 (0.384 - 2.955) 0.904 1.404 (0.494 - 3.990) 0.524 1.070 (0.385 - 2.971) 0.897 
Birth Order 
1 Baseline Baseline Baseline 
2 0.546 (0.131 - 2.273) 0.406 1.141 (0.274 - 4.747) 0.856 1.097 (0.336 - 3.579) 0.878 
3 0.947 (0.254 - 3.529) 0.935 1.862 (0.476 - 7.283) 0.372 0.694 (0.165 - 2.910) 0.617 
4 0.473 (0.054 - 4.127) 0.498 0.730 (0.078 - 6.843) 0.783 0.453 (0.052 - 3.955) 0.474 
5 or more 1.029 (0.194 - 5.455) 0.973 1.587 (0.273 - 9.232) 0.607 * 
Sibling Number 
0 Baseline Baseline Baseline 
1 0.200 (0.031 - 1.311) 0.093 0.157 (0.013 - 1.846) 0.141 0.320 (0.042 - 2.459) 0.273 
2 0.345 (0.078 - 1.530) 0.161 0.552 (0.102 - 2.980) 0.490 0.878 (0.173 - 4.451) 0.875 
3 0.319 (0.058 - 1.752) 0.189 0.889 (0.157 - 5.045) 0.894 0.545 (0.083 - 3.569) 0.527 
4 * 0.471 (0.039 - 5.708) 0.554 * 
5 or more 0.588 (0.086 - 4.009) 0.588 0.444 (0.037 - 5.377) 0.524 * 
Family and Community Supports 0.963 (0.917 - 1.011) 0.132 0.971 (0.926 - 1.019) 0.229 0.995 (0.953 - 1.040) 0.836 
. Developmental Behaviour 
Checklist Total 1.03 (1.01-1.05) 0.004 1.03 (1.015 - 1.059) 0.001 1.027 (1.005 - 1.050) 0.015 
WeeFIM Total 0.996 (0.975 - 1.017) 0.684 0.997 (0.977 - 1.018) 0.799 0.995 (0.974 - 1.017) 0.655 
Costs per AUD 0.999(0.999 - 1.00) 0.489 0.999 (0.999 - 1.000) 0.722 0.999 (0.999 - 1.000) 0.440 
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Notes 
a. Clinical cut off scores that represented a severe or more than severe score for each of the sub categories of the DASS was used for each 
of the subcategories to determine the impact of the co-variates on the probabilities of poorer mental health in areas of the anxiety, stress 
and depression 
b. Gross parental income presented in Australian Dollars 
*Naturally omitted due to limited samples in the extreme DASS category 
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able 3. · 
elationship Between Child and Maternal Factors and the Mothers Mental Comonent Score of the SF-12 Using UnivariateLinear Regression 
Noof Minimum-Maximum Univariate Univariate Measure Mean Regression Regression, 95% Conf.Int 
observations SD Values Coefficient p 
Maternal Age Groups 
under 30 10 43.609 5.921 33.613; 52.273 Reference 
30 to 40 64 43.352 10.934 2.573; 57.741 -0.2573 0.943 -7.368; 6.853 
40 to 50 115 45.785 10.567 8.607; 61.143 2.175 0.535 -4.719; 9.069 
50 and above 58 45.063 10.929 15.677; 60.022 1.453 0.69 -5.706; 8.614 
Maternal Occupational 
Level 
High 90 46.436 9.398 21.64; 61.143 Reference 
Low 40 45.63 11.298 2.573; 58.323 -0.806 0.672 -4.572; 2.959 
Highest Maternal 
Qualification 
Primary School & 
Some High school 63 44.003 11.309 2.573; 60.022 Reference 
Completed High 
school 48 45.895 9.331 17.59; 60.123 1.892 0.345 -2.048; 5.833 
Trade/Technical 
Qualification 42 48.55 7.809 27.736; 60.244 4.546 0.03 0.449; 8.644 
Advanced Diploma 26 41.019 12.558 8.607; 57.06 -2.984 0.221 -7.779; 1.810 
Bachelor Degree 33 44.512 11.143 22.035; 61.143 0.509 0.821 -3.911; 4.929 
Graduate Diploma 27 45.19 9.587 22.691; 57.06 1.186 0.622 -3.544; 5.918 
Post Graduate Degree 
(Master's/PhD) 11 41.71 12.929 17.217; 55.871 -2.293 0.502 -9.015; 4.428 
Maternal Working Status 
High Skilled & 
Working 90 46.436 9.398 21.64; 61.143 Reference 
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Noof Minimum-Maximum Univariate Univariate 
Measure observations Mean SD Values Regression Regression, 95% Conf.Int Coefficient p 
Low Skilled& Working 40 45.63 11.298 2.573; 58.323 -0.8066 0.686 -4.733; 3.120 
Not Working 113 43.798 11.085 8.607; 60.244 -2.638 0.076 -5.557; 0.2813 
Unknown 7 39.279 8.886 24.984; 52.993 -7.157 0.083 -15.265; 0.951 
arital Status . 
Married/De-facto 209 45.927 9.96 2.573; 61.143 6.943 0.002 2.638;11.248 
Single 25 38.984 13.066 8.607; 57.162 Reference 
"Unspecified" 2 38.796 7.893 2.573; 61.143 Reference 
"We are Spending 
More Money than we 
get" 40 40.658 9 17.217; 60.022 1.861 0.805 -12.941;16.665 
"We Have Just 
Enough Money to get 
us Through to the 
Next Pay" 67 43.17 13.03 22.96; 58.167 4.374 0.557 -10.286; 19.034 
"There's is Some 
Money Left over 
Each Week but we 
Just Spend it" 8 46.827 6.054 17.591; 57.162 10.075 0.22 -6.076; 26.227 
"We can Save a Bit 
Now and Again" 109 48.871 9.593 15.677; 57.899 8.031 0.279 -6.547; 22.610 
"We can Save a Lot" 16 49.196 7.059 25.647; 60.123 10.399 0.182 -4.923; 25.723 
Gross Parental Income a 
Less than $20, 800 39 40.827 13.384 2.573; 61.143 Reference 
$20, 800 - $36, 399 36 43.336 10.35 17.217; 60.022 2.508 0.291 -2.164; 7.181 
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Noof Minimum-Maximum Univariate Univariate 
Measure observations Mean SD Values Regression Regression, 95% Con£Int Coefficient p 
$20, 400 - $51, 999 40 46.285 8.644 22.96; 58.176 5.458 0.019 0.908; 10.007 
$52,000 - $77, 999 41 44.943 9.398 17.591; 57.162 4.115 0.074 -0.406; 8.637 
$78, 000 or more 50 46.898 9.875 15.677; 57.899 6.071 0.006 1.751; 10.39 
Prefer Not Answering 26 47.762 8.961 25.647; 60.123 6.935 0.008 1.816; 12.053 
Country of Mother 
Australia 168 45.393 10.266 8.607; 61.143 Reference 
England/UK 42 43.312 10.29 22.035; 60.244 -2.08 0.254 -5.667; 1.505 
Other 40 44.588 11.956 2.573; 57.162 -0.8053 0.665 -4.462; 2.852 
Child Age Groups at 
Questionnaire 
0 - 5 yrs 49 44.095 10.708 17.217; 61.143 Reference 
6 - 10 yrs 55 44.072 10.848 2.5734; 60.244 -0.023 0.991 -4.006; 3.9608 
11 - 14 yrs 36 40.32 11.448 8.607; 60.123 -3.775 0.096 -8.227; 0.676 
15 - 18 yrs 48 49.044 9.251 22.547; 58.167 4.948 0.019 0.830; 9.067 
19 - 25 yrs 62 45.78 9.496 15.677; 60.022 1.684 0.393 -2.192; 5.560 
Gender Child 
Male 137 43.853 10.774 2.573; 60.244 -2.347 0.08 -4.975; 0.279 
Female 113 46.201 10.151 15.677; 61.143 Reference 
Birth Order 
1 77 43.534 11.214 2.573; 57.241 Reference 
2 68 45.632 9.278 22.137; 60.123 2.098 0.234 -1.367; 5.563 
3 54 45.272 10.713 17.797; 61.143 1.738 0.355 -1.958; 5.434 
4 26 46.799 10.637 22.547; 60.244 3.265 0.174 -1.457; 7.989 
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Univariate Univariate 
Measure Noof Mean SD Minimum-Maximum Regression Regression, 95% Conf.Int 
· observations Values Coefficient p 
5 or more 25 44.483 11.446 8.607; 60.123 0.9497 0.697 -3.843; 5.743 
Sibling Number 
0 18 37.426 13.201 2.573; 57.162 Reference 
1 52 46.457 7.567 27.759; 60.002 9.03 0.002 3.418; 14.642 
2 93 45.175 10.322 15.677; 61.143 7.748 0.004 2.464;13.032 
3 50 45.023 11.685 17.797; 60.244 7.596 0.009 1.955; 13.237 
4 18 46.475 8.852 30.451; 57.568 9.048 0.01 2.208;15.889 
5 or more 19 44.749 12.416 8.607; 60.123 7.322 0.034 0.572; 14.072 
Family and Community 
Supports 249 0.16 0.005 0.049; 0.271 
Developmental 
Behaviours Checklist 211 -0.188 <0.000 -0.246; -0.13 
WeeFIM Total 223 0.071 0.013 0.152; 0.127 
Costs per AUD 249 -0.0002 0.087 -0.0004842; 0.000033 
cost per AUDlOOO 249 -0.2 0.087 0.048; 0.03 
Notes 
a. Gross parental income presented in Australian Dollars 
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Tat1e4. 
Relationship Between Child and Maternal Factors and the Mothers Mental Component Score of the SF-12 Using UnivariateLinear Regression in the Restricted 
Sample a 
Noof Minimum- Univariate Univariate 
Measure observations Mean SD Maximum Regression Regression, 95% Conf.Int Values Coefficient p 
Maternal age groups 
under 30 · 5 46.72371 3.879801 43.666 - 52.273 Reference 
30 to 40 33 43.55764 9.491807 22.646 - 57.162 -3.166 0.521 -12.895; 6.563 
40 to 50 71 44.39361 11.2146 8.607 - 61.143 -2.330 0.624 -10.426; 8.958 
50 and above 35 45.99 9.353606 27.759 - 58.167 -0.734 0.881 -11.710; 7.050 
Maternal Occupational Level 
High 59 46.660 9.302776 21.640 - 61.143 Reference 
Low 21 46.471 9.227371 19.638 - 58.167 -0.188 0.936 -4.884; 4.507 
Highest Maternal Qualification 
Primary school & Some high 
school 30 43.58567 8.602876 26.403 - 57.162 Reference 
Completed high school 22 43.00409 11.43901 17.591 - 60.123 -0.582 0.835 -6.105; 4.942 
Trade/Technical qualification 23 49.87138 7.439642 30.451 - 58.167 6.286 0.024 0.831; 11.740 
Advanced diploma 16 40.12678 12.74079 8.607 - 53.192 -3.459 0.264 . -9.551; 2.633 
Bachelor Degree 26 44.7326 11.08788 22.035 - 61.143 1.147 0.668 -4.126; 6.420 
Graduate diploma 21 45.8432 8.017645 30.467 - 57.060 2.258 0.427 -3.341; 7.857 
Post Graduate degree 
(Master's/PhD) 8 44.24113 11.12204 21.640 - 55.871 0.655 0.869 -7.175; 8.486 
Maternal Working Status 
High skilled & working 59 46.66065 9.302776 21.640 - 61.143 Reference 
Low skilled & working 21 46.47199 9.227371 19.638 - 58.167 -0.189 0.941 -5.191; 4.813 
Not working 62 42.64314 10.8107 8.607 - 60.123 -4.018 0.028 -7 .598; -0.436 
Unknown 4 37.41236 8.799284 24.984 - 45.588 -9.248 0.074 -19.419; 0.923 
98 
Noof Minimum- Univariate Univariate 
Measure observations Mean SD Maximum Regression Regression, 95% Conf.Int Values Coefficient p 
Marital status 
Single 16 37.36607 13.59462 8.607 - 57.162 Reference 
Married/de facto 122 45.9929 9.299854 17.591 - 61.143 8.626 0.001 3.439; 13.814 
Financial Stress 
"Unspecified" 1 44.37748 0 44.377 - 44.377 Reference 
"We are spending more money 
that we get" 24 40.60127 8.278156 22.547 - 56.673 -3.776 0.711 -23.92; 16.369 
"We have just enough money to 
get us through to the next pay" 39 42.64112 12.37242 8.607 - 61.143 -1.736 0.864 -21.726; 18.253 
"There's is some money left over 
each week but we just spend it" 5 51.24725 4.766916 45.909 - 57.162 6.870 0.531 -14.752; 28.491 
"We can save a bit now and again" 63 46.31948 9.42816 17.591 - 58.167 1.942 0.847 -17.952; 21.836 
"We can save a lot" 9 48.95926 7.517252 35.370 - 57.060 4.582 0.664 -16.224; 25.38 
Gross parental incomeb 
Less than $20, 800 24 40.21313 11.01698 19.638 -61.143 Reference 
$20, 800 - $36, 399 16 42.34909 9.173241 22.035 - 57.162 2.136 0.485 . -3.903; 8.175 
$20, 400 - $51, 999 23 46.69772 8.103991 30.004 - 58.167 6.485 0.02 1.024; 11.944 
$52,000 - $77, 999 25 43.53506 10.14154 17.591 - 57.162 3.322 0.221 -2.025; 8.669 
$78, 000 or more 33 47.2276 9.626219 21.640 - 57.899 7.014 0.007 1.994; 12.034 
Prefer not answering 15 49.31462 7.056777 35.953 - 60.123 9.101 0.004 2.942; 15.26 
Country of mother 
Australia 97 44.85658 10.40306 8.607 - 61.143 Reference 
England/UK 24 42.18695 9.962557 22.035 - 57.162 -2.670 0.249 -7.227; 1.888 
Other 25 46.35355 9.029161 17.591 - 57.162 1.497 0.51 -2.987; 5.981 
Child age groups at questionnaire 
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Noof Minimum- Univariate Univariate 
Measure observations Mean SD Maximum Regression Regression, 95% Conf.Int Values Coefficient p 
0-5yrs 23 42.99242 10.73396 21.640 - 61.143 Reference 
6 - 10 yrs 32 42.2557 10.06636 17.591 - 57.568 -0;737 0.786 -6.078; 4.604 
11 - 14 yrs 24 41.93412 12.34974 8.607 - 60.123 -1.058 0.714 -6.760; 4.643 
15-18yrs 28 49.15604 9.004908 22.547 - 58.167 6.164 0.028 0.664; 11.662 
19 - 25 yr_s 39 46.1184 7.949819 30.00 - 57.899 3.126 0.231 -2.01; 8.263 
Gender Child 
Female 68 46.679 8.539986 21.604 - 61.143 Reference 
Male 78 42.92629 11.08007 8.607 - 57.899 -3.752 0.025 -7.025; -0.480 
Birth Order 
1 42 44.461 9.486837 17.591 - 57.162 Reference 
2 38 44.43069 9.314438 22.646 - 60.123 -0.030 0.99 -4.521; 4.462 
3 34 45.12611 10.62969 19.638 - 61.143 0.666 0.777 -3.963; 5.294 
4 16 47.91037 10.16983 22.547 - 58.167 3.450 0.249 -2.444; 9.344 
5 or more 16 41.61562 12.49696 8.607 - 54.605 -2.845 0.342 -8.739; 3.049 
Sibling Number 
0 9 39.47599 11.83982 21.604 - 57.162 Reference 
1 32 44.97506 7.475503 27.759 - 56.673 5.499 0.152 -2.052; 13.051 
2 50 44.05241 10.24385 17.591 - 61.143 4.576 0.214 -2.670; 11.823 
3 31 47.19795 10.45142 19.638 - 58.167 7.722 0.046 0.143; 15.300 
4 12 45.46897 9.259408 30.451 - 57.568 5.993 0.182 -2.832; 14.818 
5 or more 12 43.04531 13.92525 8.607 - 55.506 3.569 0.425 -5.256; 12.395 
Family and Community Supports 249 0.166 0.02 0.026; 0.306 
Developmental Behaviour Checklist 
Total 250 -0.198 <0.001 -0.269; -0.128 
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No of Minimum- Univariate Univariate Measure 
observations Mean SD Maximum Regression Regression, 95% Conf.Int Values Coefficient p 
WeeFIM Total 223 0.096 0.01 0.023; 0.169 
Costs perAUD 249 -0.0002 0.067 -0.000606; 0.0000212 
costs per AUDlOOO 249 -0.200 -0.606; 0.0212 
Notes: 
a. Restricted sample includes the 146 mothers who indicated that they had a religious background 
b. Gross parental income reported in Australian Dollars 
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...1..1,..t.-V.J..._, .,,/• 
Relationship Between Child and Maternal Factors and the Mothers Depression Anxiety Stress Scale Score Using Univariate Linear Regression 
Noof Minimum- Univariate Univariate Measure SD Regression Regression, 95% Conf.Int 
observations Mean Maximum Values Coefficient p 
Maternal age groups 
Under 30 10 21 13.038 4-40 Reference 
30 to 40 64 25.593 23.718 0-112 4.593 0.533 -9.900; 19.088 
40 to 50 115 20.695 18.444 0-86 -0.304 0.966 -14.357; 13.749 
50 and above 58 21.379 25.834 0-122 0.379 0.959 -14.216; 14.974 
Maternal Occupational Level 
High 90 18.244 18.444 0-104 Reference 
Low 40 23.1 23.100 0-122 4.855 0.240 -3.282; 12.994 
Highest Maternal Qualification 
Primary school & Some high school 63 26.38 27.346 0-122 Reference 
Completed high school 48 23.458 22.066 0-110 -2.920 0.478 -11.030; 5.185 
Trade/Technical qualification 42 16.666 16.419 0-82 -9.714 0.024 -18.144; -1.284 
Advanced diploma 26 23.769 21.991 0-86 -2.611 0.602 -12.476; 7.252 
Bachelor Degree 33 21.03 18.399 0-82 -5.350 0.248 -14.444; 3.743 
Graduate diploma 27 16.814 13.702 0-62 -9.566 0.054 -19.300; 0.168 
Post Graduate degree (Master's/PhD) 11 24.181 20.128 0-72 -2.199 0.754 -16.028; 11.629 
Maternal Working Status 
High skilled & working 90 18.244 18.444 0-104 Reference 
Low skilled & working 40 23.1 27.590 0-122 4.855 0.235 -3.178; 12.889 
Not working 113 24.831 21.764 0-110 6.587 0.031 6.14; 12.560 
Unknown 7 21.142 7.197 8- 30 2.894 0.731 -13.690; 19.487 
Marital status 
Married/de facto 209 20.947 19.812 0-112 -5.772 0.178 -14.187; 2.641 
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Noof Mean SD Minimum- Univariate Univariate 95% Conf.Int 
Measure observations Maximum Values Regression Regression, 
Coefficient p 
Single 25 26.72 23.129 0-86 Reference 
Financial Stress 
'.'Unspecified" 2 23 9.899 16-30 Reference 
"We are spending more money that 
we get" 40 31.8 22.485 0-122 8.800 0.570 -21.709; 39.309 
''We have just enough money to get us 
through to the next pay" 67 23.641 26.938 0-112 0.641 0.967 -29.573; 30.856 
"There's is some money left over each 
week but we just spend it" 8 14.75 10.951 0-36 -8.250 0.626 -41.538; 25.038 
"We can save a bit now and again" 109 18.807 18.320 0-104 -4.190 0.784 -34.238; 25.853 
"We can save a lot" 16 16.25 14.158 0-52 -6.750 0.674 -38.329; 24.829 
Gross parental incomea 
Less than $20, 800 39 29.128 25.603 0-112 Reference 
$20, 800 - $36, 399 36 24.833 21.574 0-82 -4.294 0.377 -13.858; 5.268 
$20, 400 - $51, 999 40 22.15 25.047 0-122 -6.978 0.141 -16.289; 2.333 
$52,000 - $77, 999 41 18.292 15.547 0-76 -10.835 0.022 -20.090; -1.580 
$78, 000 or more 50 15.84 13.931 0-56 -13.288 0.003 -22.128; -4.448 
Prefer not answering 26 22.076 24.334 0-90 -7.051 0.186 -17.527; 3.424 
Country of mother 
Australia 168 21.285 20.312 0-122 Reference 
England/UK 42 23.666 21.997 0-110 2.380 0.523 -4.958; 9.270 
Other 40 23.75 26.061 0-112 2.464 0.517 -5.020; 9.948 
Child age groups at questionnaire 
0 - 5 yrs 49 23.755 17.868 0-72 Reference 
6 - 10 yrs 55 25.127 20.957 0-112 1.372 0.746 -6.951; 9.695 
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Noof Minimum- Univariate Univariate 
Measure observations Mean SD Maximum Values Regression Regression, 95% Conf.Int Coefficient p 
11 - 14 yrs 36 25.055 21.270 0-86 1.300 0.783 -8.000; 10.601 
15-18yrs 48 18 24.390 0-110 -5.755 0.189 -14.359; 2.849 
19 - 25 yrs 62 19.483 22.373 0-122 -4.271 0.300 -12.370; 3.827 
Gender Child 
Male 137 22.861 22.567 0-112 1.728 0.529 -3.669; 7.127 
Female 113 21.132 20.290 0-122 Reference 
Birth Order 
1 77 23.142 23.123 0-112 Reference 
2 68 20.882 19.090 0-82 -2.260 0.531 -9.363; 4.842 
3 54 22 23.705 0-122 -1.142 0.767 -83719; 6.433 
4 26 19.692 21.080 0-104 -3.450 0.483 -13.132; 6.231 
5 or more 25 24.72 19.475 0-86 1.577 0.752 -8.248; 11.402 
Sibling Number 
0 18 34.888 31.452 0-112 Reference 
1 52 17.692 14.624 0-62 -17.196 0.004 . -28.709; -5.683 
2 93 22.623 22.833 0-122 -12.265 0.027 -23.106; -1.424 
3 50 22.28 22.175 0-104 -12.608 0.033 -24.181; -1.036 
4 18 20.111 15.680 0-50 -14.777 0.039 -28.811; -0.744 
5 or more 19 20.631 20.407 0-86 -14.257 0.044 -28.104; -0.409 
Family and Community Supports 249 -0.178 0.126 -0.403; 0.050 
Developmental Behaviour Checklist 
Total 211 0.442 <0.001 0.323; 0.502 
WeeFIM Total 223 -0.152 0.010 -0.268; -0.036 
Costs in AUD 249 0.00047 0.077 -0.0000513; 0.0010033 
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Noof Minimum- Univariate Univariate 
Measure observations Mean SD Maximum Values Regression Regression, 95% Conf.Int Coefficient p 
cost per AUDlOOO 249 0.47 0.051; 1.003 
Notes 
a. Gross parental income presented in Australian Dollars 
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Noof Minimum- Univariate Univariate Measure SD Maximum Regression Regression, 95% Conf.Int 
observations Mean Values Coefficient p 
Maternal age groups 
Under 30 5 20.8 15.4013 4-40 Reference 
30 to 40 . 33 25.636364 21.86009 0-110 4.836 0.621 -14.449; 24.122 
40 to 50 71 21.098592 17.52643 0-86 0.299 0.975 -18.296; 18.893 
50 and above 35 20.8 24.31751 0-122 0.000 1 -19.213; 19.213 
Maternal Occupational Level 
High 59 15.763 13.21485 0-62 Reference 
Low 21 19.429 25.97031 0-122 3.665 0.41 -5.136 to 12.468 
Highest Maternal Qualification 
Primary school & Some high school 30 27.200 23.95168 0-122 . Reference 
Completed high school 22 31.273 27.37079 0-110 4.073 0.461 -6.828; 14.973 
Trade/Technical qualification 23 13.652 12.80131 0-40 -13.548 0.014 -24.311; -2.784 
Advanced diploma 16 21.750 21.3151 0-86 -5.450 0.372 -17.4 72; 6.572 
Bachelor Degree 26 20.769 15.42027 0-62 -6.431 0.224 -16.836; 3.975 
Graduate diploma 21 15.810 13.28013 0-62 -11.390 0.043 -22.440; -0.340 
Post Graduate degree (Master's/PhD) 8 19 13.97958 0-38 -8.200 0.296 -23.653; 7.253 
Maternal Working Status 
High skilled & working 59 15.762712 13.215 0-62 Reference 
Low skilled & working 21 19.428571 25.970 0-122 3.666 0.461 -6.126; 13.458 
Not working 62 28.225806 22.286 0-110 12.463 0.001 5.454; 19.472 
Unknown 4 25.5 4.123 20-30 9.737 0.335 -10.173; 29.648 
Marital status 
Single 16 26.250 22.47221 0-86 Reference 
Married/de facto 122 19.52459 16.301 0-76 -6.725 0.141 -15.712; 2.261 
Financial Stress 
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Noof Minimum- Univariate Univariate 
Measure observations Mean SD Maximum Regression Regression, 95% Conf.Int Values Coefficient p 
"Unspecified" 1 16.000 0 16-16 Reference 
"We are spending more money that we 
get" 24 31.5 24.58172 0-122 15.500 0.449 -24.882; 55.882 
"We have just enough money to get us 
through to.the next pay" 39 22.358974 23.69042 0-110 6.359 0.754 -33.711; 46.429 
"There's is some money left over each 
week but we just spend it" 5 10.8 8.671793 0-20 -5.200 0.813 -48.543; 38.143 
"We can save a bit now and again" 63 18.793651 16.08261 0-76 2.794 0.89 -37.085; 42.673 
"We can save a lot" 9 17.111111 17.58156 0-52 1.111 0.958 -40.595; 42.818 
Gross parental income b 
Less than $20, 800 24 30.833333 24.16549 0-110 · Reference 
$20, 800 - $36, 399 16 26.375 16.16942 0-66 -4.458 0.461 -16.392; 7.475 
$20, 400 - $51, 999 23 23.304348 25.1657 0-122 -7.529 0.17 -18.318; 3.260 
$52,000 - $77, 999 25 19.2 16.8226 0-76 -11.633 0.031 -22.200; -1.066 
$78, 000 or more 33 14.424242 13.78185 0-54 -16.409 0.001 -26.328; -6.489 
Prefer not answering 15 14.266667 9.46774 0-26 -16.567 0.008 -28.736; -4.396 
Country of mother 
Australia 97 21.546392 20.07176 0-112 Reference 
England/UK 24 26.083333 24.01072 0-110 4.537 0.326 -4.554; 13.628 
Other 25 18.96 16.15673 0-76 -2.586 0.569 -11.530; 6.358 
Child age groups at questionnaire 
0-5yrs 23 28.173913 17.36154 4-70 Reference 
6-lOyrs 32 24.375 16.43315 0-76 -3.799 0.49 -14.657; 7.059 
11- 14 yrs 24 21.666667 18.47835 0-86 -6.507 0.269 -18.097; 5.083 
15-18yrs 28 17.357143 21.60284 0-110 -10.817 0.058 -21.994; 0.361 
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No of Minimum- Univariate Univariate 
Measure observations Mean SD Maximum Regression Regression, 95% Conf.Int Values Coefficient p 
19 - 25 yrs 39 19.384615 23.76709 0-122 -8.789 0.098 -19.232; 1.653 
Gender Child 
Female 68 21.147 19.655 0-122 Reference 
Male 78 22.461538 20.67164 0-110 1.314 0.696 -5.311; 7.940 
Birth Order 
1 42 21.905 22.67459 0-110 Reference 
2 38 21.105263 16.48388 0-70 -0.799 0.859 -9.669; 8.070 
3 34 21 23.16345 0-122 -0.905 0.845 -10.044; 8.235 
4 16 15.5 13.33667 0-38 -6.405 0.279 -18.044; 5.234 
5 or more 16 31.625 18.47837 12-86 9.720 0.101 -1.919; 21.359 
Sibling Number 
0 9 36.000 32.38827 0-110 Reference 
1 32 20.8125 15.94231 4-62 -15.188 0.044 -29.985; -0.389 
2 50 22.68 23.07613 0-122 -13.320 0.066 -27.520; 0.880 
3 31 14.709677 12.59151 0-42 -21.290 0.005 -36.140; -6.440 
4 12 25.5 16.31787 0-50 -10.500 0.232 · -27.794; 6.794 
5 or more 12 25.333333 21.41084 4-86 -10.667 0.225 -27.960; 6.627 
Family and Community Supports -0.107 0.453 -0.390; 0.174 
Developmental Behaviour Checklist Total 0.447 <0.001 0.307; 0.586 
WeeFIM Total -0.156 0.043 -0.309; -0.004 
Costs per AUD 0.0006 <0.001 0.0000184; 0.0012638 
costs per AUDlOOO 0.600 <0.001 0.0184; 1.2638 
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Notes: 
a. Restricted· sample includes the 146 mothers who indicated that they had a religious background 
b. Gross parental income presented in Australian Dollars 
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Minimum- Univariate Univariate 
Measure Noof Mean SD Maximum Regression Regression, 95% Conf.Int 
observations Values Coefficient p 
Maternal age groups 
Under 30 10 15.2 10.496 0-30 Reference 
30 to 40 64 15.328 9.848 0-30 0.128 0.972 -6.991; 7.248 
40 to 50 · 115 16.104 10.443 0-30 0.904 0.797 -5.998; 7.807 
50 andabove 58 17.637 11.79 0-30 2.437 0.504 -4.731; 9.607 
Maternal Occupational Level 
High 90 15.711 10.318 0-30 Reference 
Low 40 15.125 10.607 0-30 -0.586 0.767 -4.499; 3.327 
Highest Maternal Qualification 
Primary school & Some high school 63 15.92 12.088 0-30 Reference 
Completed high school 48 15.25 10.785 0-30 -0.67 0.742 -4.679; 3.338 
Trade/Technical qualification 42 14.571 10.366 0-30 -1.349 0.524 -5.517; 2.819 
Advanced diploma 26 16.23 11.614 0-30 0.31 0.9 -4.567; 5.187 
Bachelor Degree 33 20.181 8.552 0-30 4.261 0.063 -.235; 8.757 
Graduate diploma 27 16.407 9.237 0-30 0.486 0.842 -4.326; 5.299 
Post Graduate degree (Master's/PhD) 11 16.363 7.446 0-24 0.443 0.899 -6.394; 7.280 
Maternal Working Status 
High skilled & working 90 15.711 10.318 0-30 Reference 
Low skilled & working 40 15.125 10.607 0-30 -0.586 0.772 -4.564; 3.391 
Not working 113 17.292 10.806 0-30 1.58 0.293 -1.376; 4.538 
Unknown 7 12.142 11.852 0-27 -3.568 0.393 -11. 782; 4.645 
Marital status 
Married/de facto 209 16.703 16.703 0-30 2.663 0.237 -1.765; 7.091 
Single 25 14.04 11.381 0-30 Reference 
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Minimum- Univariate Univariate 
Measure Noof Mean SD Maximum Regression Regression, 95% Conf.Int 
observations Values Coefficient p 
Financial Stress 
"Unspecified" 2 20 5.656 16-24 Reference 
"We are spending more money that we get" 40 16.025 9.701 0-30 -3.975 0.604 -19.046; 11.096 
"We have just enough money to get us through 
to the next pay" 67 15.686 11.143 0-30 -4.313 0.57 -19.239; 10.612 
"There's is some money left over each week 
but we just spend it" 8 18.875 10.162 0-29 -1.125 0.893 -17.569; 15.319 
"We can save a bit now and again" 109 15.403 10.642 0-30 -4.596 0.542 -19.438; 10.246 
"We can save a lot" 16 21.5 9.845 0-30 1.5 0.85 -14.100; 17.100 
Gross parental incomeb 
Less than $20, 800 39 18.358 10.255 0-30 Reference 
$20, 800 - $36, 399 36 14.111 11.181 0-30 -4.247 0.084 -9.068; 0.572 
$20, 400 - $51, 999 40 15.4 11.764 0-30 -2.958 0.215 -7.652; 1.734 
$52,000 - $77, 999 41 16.048 10.442 0-30 -2.31 0.33 -6.975; 2.354 
$78, 000 or more 50 17.22 9.25 0-30 -1.138 0.615 -5.594; 3.316 
Prefer not answering 26 15.346 10.939 0-30 -3.012 0.262 -8.293; 2.267 
Country of mother 
Australia 168 16.25 10.473 0-30 Reference 
England/UK 42 13.928 10.334 0-30 -2.321 0.205 -5.917; 1.274 
Other 40 18.575 11.281 0-30 2.325 0.213 -1.342; 5.992 
Child age groups at questionnaire 
0 - 5 yrs 49 15.53 10.506 0-30 Reference 
6 - 10 yrs 55 17.145 9.836 0-30 1.614 0.443 -2.523; 5.753 
11 - 14 yrs 36 15.75 9.966 0-30 0.219 0.926 -4.405; 4.843 
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Noof Minimum- Univariate Univariate Measure 
observations Mean SD Maximum Regression Regression, 95% Conf.Int Values Coefficient p 
15-18yrs 48 16.312 11.084 0-30 0.781 0.719 -3.496; 5.060 
19 - 25 yrs 62 16.193 11.63 0-30 0.662 0.746 -3.363; 4.689 
Gender Child 
Male 137 16.058 10.734 0-30 -0.384 0.777 -3.048; 2.279 
Female.· 113 16.442 10.532 0-30 Reference 
Birth Order 
1 77 15.064 9.669 0-30 Reference 
2 68 14.132 10.547 0-30 -0.932 0.593 -4.365; 2.500 
3 54 17.129 11.579 0-30 2.064 0.268 -1.597; 5.726 
4 26 21.307 8.857 0-30 6.242 0.009 1.563; 10.922 
5 or more 25 18.32 11.643 0-30 3.255 0.178 -1.493; 8.003 
Sibling Number 
0 18 15.666 10.058 0-30 Reference 
1 52 15.884 9.93 0-30 0.217 0.939 -5.431; 5.867 
2 93 13.946 10.998 0-30 -1.72 0.525 -7.040; 3.599 
3 50 18.36 9.853 0-30 2.693 0.351 -2.985; 8.372 
4 18 21.055 10.591 0-30 5.388 0.125 -1.497; 12.275 
5 or more 19 18.736 11.303 0-30 3.07 0.374 -3.725; 9.865 
Family and Community Supports 249 0.155 0.006 0.044; 0.267 
Developmental Behaviour Checklist Total 211 0.049 0.118 -0.128; 0.112 
WeeFIM Total 223 -0.01 0.714 -0.068; 0.046 
Costs per AUD 249 0.00024 0.061 -0.0000118; 0.000506 
costs per AUDlOOO 0.24 -0.0118; 0.506 
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Notes 
a. Spirituality total as measured by Fewell's Religiosity scale. 
· b. Gross parental income presented in Australian Dollars 
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Noof Minimum- Univariate Univariate Measure Mean SD Maximum Regression Regression, 95% Conf.Int 
observations Values Coefficient p 
Maternal age groups 
Under 30 5 10.4 10.014 1-24 Reference 
30 to40 33 13.03 7.055 3-26 2.630 0.472 -4.576; 9.837 
40 to 50 71 12.802 7.411 1-25 2.403 0.495 -4.545; 9.351 
50 and above 35 13.971 8.114 1-29 3.571 0.327 -3.608; 10.751 
Maternal Occupational Level 
High 59 12.728 7.551 1-29 Reference 
Low 21 11.047 6.168 1-25 -1.681 0.362 -5.334; 1.972 
Highest Maternal Qualification 
Primary school & Some high 
school 30 14.3 6.717 4-28 Reference 
Completed high school 22 12.363 7.877 1-26 -1.936 0.351 -6.027; 2.154 
Trade/Technical qualification 23 10.913 8.017 1-25 -3.386 0.1 -7.426; 0.652 
Advanced diploma 16 15.125 8.350 1-29 0.825 0.718 -3.686; 5.336 
Bachelor Degree 26 15.961 6.527 1-29 1.66 0.402 -2.243; 5.566 
Graduate diploma 21 10.333 7.066 1-25 -3.966 0.061 -8.113; 0.179 
Post Graduate degree 
(Master's/PhD) 8 10.25 7.722 1-19 -4.05 0.17 -9.849; 1.749 
Maternal Working Status 
High skilled & working 59 12.728 7.552 1-29 Reference 
Low skilled & working 21 11.047 6.168 1-25 -1.681 0.373 -5.398; 2.036 
Not working 62 14.548 7.743 1-29 1.820 0.179 -.8414; 4.480 
Unknown 4 5.75 4.000 3-12 -6.979 0.070 -14.538; 0.580 
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Noof Minimum- Univariate Univariate 
Measure observations Mean SD Maximum Regression Regression, 95% Conf.lnt Values Coefficient p 
Marital status 
Married/ de facto 122 13.713 7.389 1-29 4.775 0.016 0.906; 8.644 
· Single 16 8.937 7.104 1-25 Reference 
Financial Stress 
"Unspecified" 1 20 0 20-20 Reference 
"We are spending more money that 
we get" 24 11.291 6.642 1-28 -8.708 0.255 -23.773 to 6.357 
"We have just enough money to get 
us through to the next pay" 39 12.435 6.881 1-24 -7.564 0.319 -22.513 to 7.385 
"There's is some money left over 
each week but we just spend it" 5 13.4 9.762 2-25 -6.600 0.421 -22.769 to 9.569 
"We can save a bit now and again" 63 12.952 7.956 1-29 -7.048 0.351 -21.925 to 7.830 
"We can save a lot" 9 18.333 7.071 5-29 -1.667 0.833 -17.226 to 13.892 
Gross parental incomeb 
Less than $20, 800 24 11.375 7.222 1-28 Reference 
$20, 800 - $36, 399 16 14.75 7.187 3-25 3.375 0.159 -1.342; 8.092 
$20, 400 - $51, 999 23 11.652 7.529 1-25 0.277 0.898 -3.987; 4.542 
$52,000 - $77, 999 25 14.52 7.371 1-26 3.145 0.139 -1.032; 7.322 
$78, 000 or more 33 13.363 7.149 1-24 1.989 0.318 -1.932; 5.909 
Prefer not answering 15 12.2 8.169 4-29 0.825 0.735 -3.985; 5.635 
Country of mother 
Australia 97 13.463 7.191 1-29 Reference 
England/UK 24 8.5 6.467 1-25 -4.963 0.003 -8.227; -1.699 
115 
Noof Minimum- Univariate Univariate 
Measure observations Mean SD Maximum Regression Regression, 95% Conf.lnt Values Coefficient p 
Other 25 15.92 8.103 1-29 2.456 0.133 -. 755; 5.667 
Child age groups at questionnaire 
0 - 5 yrs 23 15 7.317 3-26 Reference 
6.., 10 yrs 32 13.031 6.912 1-28 -1.969 0.342 -6.054; 2.117 
ll - 14 yrs 24 11.333 7.106 1-24 -3.667 0.099 -8.028; 0.694 
15 - 18 yrs 28 12.821 8.581 1-25 -2.179 0.308 -6.384; 2.027 
19 - 25 yrs 39 13.205 7.699 1-29 -1.795 0.368 -5.724; 2.134 
Gender Child 
Male 78 12.615 7.823 1-29 -0.972 0.438 -3.445; 1.499 
Female 68 13.588 7.201 1-29 Reference 
Birth Order 
1 42 10.904 7.193 1-25 Reference 
2 38 12.026 7.589 1-28 1.122 0.491 -2.092; 4.335 
3 34 13.205 7.88 1-29 2.301 0.172 -1.010; 5.612 
4 16 18.312 5.069 8-26 7.408 0.001 3.190; 11.624 
5 or more 16 15.687 7.049 1-24 4.783 0.027 0.565; 8.999 
Sibling Number 
0 9 10.444 7.299 4-25 Reference 
1 32 11 7.237 1-28 0.556 0.841 -4.923; 6.034 
2 50 11.96 8.128 1-29 1.516 0.570 -3.742; 6.773 
3 31 15.193 6.992 2-26 4.749 0.090 -0.749; 10.247 
4 12 15.916 6.229 4-24 5.472 0.093 -0.931; 11.875 
5 or more 12 16.833 5.812 1-23 6.389 0.051 -.0147; 12.792 
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Measure 
Family and Community Supports 
Developmental Behaviour Checklist 
Total 
WeeFIM Total 
Costs per$ 
costs per $1000 
Notes: 
Noof 
observations 
145 
129 
133 
Mean SD Minimum-
Maximum 
Values 
Univariate Univariate 95% Conf.lnt 
Regression Regression, 
Coefficient p 
0.148 0.001 0.058; 0.238 
-0.028 0.268 -0.079; 0.0222 
0.028 0.221 -0.017; 0.074 
-0.0000371 0.756 -0.000273; 0.00019 
-0.0371 0.2731; 0.198 
a. Organised religion as measured by Fewell's Religiosity scale. Sample included the 146 mothers who identified themselves as having a 
religious background. 
b. Gross parental income presented in Australian Dollars 
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Second predictor Coefficient of Second Predictor Coefficient of Spirituality Univariate Comparison a 
Multivariate Multivariate, Multivariate Multivariate, Difference in 95% coefficient Univariate P-value from Regression Regression, 95% Conf.Int Regression Regression, Conf.Int (M coef-uni Coefficient univariate Coefficient p Coefficient p 
coef) 
Sibling Number -0.062 0.325 0.187;0.062 
0 . Ref Ref 
9.044 0.002 3.431;14.656 0.014 9.03 0.002 
2 7.64 0.005 2.351;12.929 -0.108 7.748 0.004 
3 7.765 0.007 2.114;13.416 0.169 7.596 0.009 
2.5122;16.26 
4 9.386 0.008 0 0.338 9.048 0.01 
5 or more 7.514 0.03 0.753;14.276 0.192 7.322 0.034 
Marital status -0.067 0.289 0.193;0.057 
Single Ref Ref 
Married/ de facto 7.123 0.001 2.806;11.441 0.18 6.943 0.002 
Gender Child -0.057 0.363 0.180;0.066 
Female Ref Ref 
Male -2.369 0.077 -4.998;0.259 -0.022 -2.347 0.08 
Child age groups at 
questionnaire -0.058 0.346 0.179;0.063 
0-5yrs Ref Ref 
6-lOyrs 0.07 0.972 -3.918;4.060 0.093 -0.023 0.991 
11-14yrs -3.762 0.097 -8.215;0.690 0.013 -3.775 0.096 
15-18yrs 4.994 0.018 0.873;9.114 0.046 4.948 0.019 
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19 - 25 yrs 1.722 0.382 -2.155;5.601 0.038 1.684 0.393 
Birth Order -0.067 0.296 0.194;0.059 
1 Ref Ref Ref 
2 2.035 0.249 -1.431;5.501 -0.063 2.098 0.234 
3. 1.877 0.319 -1.827;5.582 0.139 1.738 0.355 
4 3.687 0.131 -1.101;8.475 0.422 3.265 0.174 
5 or more 1.169 0.632 -3.640;5.979 0.2193 0.9497 0.697 
Highest Maternal 
Qualification -0.044 0.484 0.168;0.080 
Primary school & Some high 
school Ref Ref Ref 
Completed high school 1.862 0.353 -2.083;5.808 -0.03 1.892 0.345 
Trade/Technical 
qualification 4.487 0.032 0.381;8.592 -0.059 4.546 0.03 
Advanced diploma -2.97 0.224 -7.770;1.829 0.014 -2.984 0.221 
Bachelor Degree 0.697 0.758 -3.759;5.154 0.188 0.509 0.821 
Graduate diploma -2.273 0.616 -3.528;5.945 -3.459 1.186 0.622 
Post Graduate degree 
(Master's/PhD) 1.208 0.506 -9.002;4.455 3.501 -2.293 0.502 
Family and Community 
Supports 0.174 0.002 0.062;0.286 -0.089 0.158 0.213;0.034 0.014 0.16 0.005 
Developmental Behaviours 
Checklist Total -0.188 <0.000 -0.247;-0.13 0.0152 0.812 0.111;0.141 0 -0.188 <0.000 
WeeFIM Total 0.07 0.014 0.014;0.127 -0.033 0.607 0.162;0.095 -0.001 0.071 0.013 
0.00047;0.00 
Total medical costs in AUD -0.0002 0.105 004 -0.0404 0.525 0.165;0.084 0 -0.0002 0.087 
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Notes 
a. Univariate comparison was calculated using the difference of the multivariate regression coefficient of Spirituality minus the univariate coefficient of 
Spirituality to determine the effect size of spirituality in supporting maternal mental health (measured by the MCS) 
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Second predictor Coefficient of Second Predictor Coefficient of Organised Religion Univariate Comparison 6 
Difference 
Multivariate Multivariate, Multivariate Multivariate in Regression 95% Conf.Int Regression Regression, 95% Conf.lnt coefficient Coef P-value 
Coefficient Regression, P Coefficient p (M coef-
uni coef) 
Marital status 0.07 0.54 -.157; 0.298 
Single Ref Ref 
Married/de facto 8.288 0.002 2.976; 13.601 -0.338 8.626 0.001 
Sibling Number 0.118 0.311 -0.111 ; 0.348 
0 Ref Ref 
1 5.433 0.157 -2.119; 12.985 -0.066 5.499 0.152 
2 4.397 0.233 -2.858 ; 11.652 -0.179 4.576 0.214 
3 7.159 0.067 -.4968; 14.816 -0.563 7.722 0.046 
4 5.345 0.238 -3.569; 14.260 -0.648 5.993 0.182 
5 or more 2.813 0.535 -6.134; 11.760 -0.756 3.569 0.425 
Gender Child 0.124 0.261 -0.093 ; 0.342 
Female Ref Ref 
Male -3.631 0.03 -6.907 ; -0.355 0.121 -3.752 0.025 
Child age groups at 
questionnaire 0.14 0.203 -0.076 ; 0.357 
0-5yrs Ref Ref 
6-lOyrs -0.46 0.865 -5.807; 4.886 0.277 -0.737 0.786 
11 - 14 yrs -0.543 0.852 -6.287; 5.201 0.515 -1.058 0.714 
15-18yrs 6.469 0.022 0.962; 11.976 0.305 6.164 0.028 
19 - 25 yrs 3.378 0.196 -1.762; 8.518 0.252 3.126 0.231 
· Highest Maternal 
Qualification 0.215 0.06 -0.009 ; 0.439 
Primary school& 
Some high school Ref Ref 
121 
Completed high 
school -0.164 0.953 -5.655; 5.326 0.418 -0.582 
Trade/Technic<!-1 
. qualification 7.014 0.012 1.557 ; 12.472 0.728 6.286 
Advanced diploma -3.636 0.236 -9.676 ; 2.403 -0.177 -3.459 
Bachelor Degree 0.789 0.766 -6.285 ; 9.339 -0.358 1.147 
Graduate diploma 3.111 0.275 -2.507; 8.730 0.853 2.258 
Post Graduate 
clegree 
(Master's/PhD) 1.527 0.7 -4.449 ; 6.027 0.872 0.655 
Family and 
Community Supports 0.154 0.035 0.010; 0.297 0.085 0.45 -0.137; 0.309 -0.012 0.166 
Developmental 
Behaviours Checklist 
Total -0.197 <0.000 -0.267 ; -0.126 0.103 0.3J7 -0.108; 0.314 0.001 -0.198 
WeeFIM Total 0.094 0.012 0.021; 0.167 0.159 0.164 -0.065 ; 0.384 -0.002 0.096 
-0.0006; 
Total medical costs -0.00028 0.072 0.000025 0.1348 0.225 -0.083 ; 0.353 0.000 -0.0002 
Notes 
a. Organised religion is measured using the restricted sample(n=l46) who identified utilising religious based supports 
b. Univariate comparison was calculated using the difference of the multivariate regression coefficient of Organised Religion minus the univariate coefficient of 
Organised Religion to determine the effect size of organised religion in supporting maternal mental health (measured by the MCS). 
0.835 
0.024 
0.264 
0.668 
0.427 
0.869 
0.02 
<0.001 
0.01 
0.067 
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Second predictor Coefficient of Second Predictor Coefficient of Spirituality Univariate Comparisona 
Multivariate Multivariate, Multivariate Multivariate, Difference in 
coefficient Regression Regression, 95% Conf.Int Regression Regression, 95% Conf.Int (M coef- uni Coef P-value Coefficient p Coefficient p 
coef) 
Sibling Number 0.124 0.34 -0.132; 0.381 
0 Ref Ref 
1 -17.223 0.004 -28.739; -5.708 -0.027 -17.196 0.004 
2 -12.05 0.03 -22.902; -1.198 0.215 -12.265 0.027 
3 -12.944 0.029 -24.540 ; -1.349 -0.336 -12.608 0.033 
4 -15.45 0.032 -29 .554 ; -1.345 -0.673 -14.777 0.039 
5 or more -14.64 0.039 -28.512; -0.767 -0.383 -14.257 0.044 
Birth Order 0.114 0.389 -0.146; 0.374 
1 Ref Ref 
2 -2.154 0.551 -9.265 ; 4.957 0.106 -2.260 0.531 
3 -1.378 0.721 -8.978 ; 6.220 -0.236 -1.142 0.767 
4 -4.163 0.405 -8.661 ; 11.072 -0.713 -3.450 0.483 
5 or more 1.205 0.81 -13.985; 5.659 -0.372 1.577 0.752 
Marital status 0.036 0.77 -0.209; 0.282 
Single Ref Ref 
Married/ de facto -5.869 0.173 -14.326; 2.586 -0.097 -5.772 0.178 
Maternal Working Status 
High skilled & working Ref 0.088 0.491 -0.164; 0.342 Ref 
Low skilled & working 4.907 0.231 -3.136; 12.951 0.052 4.855 0.235 
Not working 6.446 0.035 0.453 ; 12.439 -0.141 6.587 0.031 
Unknown 3.215 0.704 -13.415; 19.847 0.321 2.894 0.731 
Gross parental income 0.096 0.466 -0.163 ; 0.356 
Less than $20, 800 Ref Ref 
$20, 800 - $36, 399 -3.885 0.428 -13.522; 5.751 0.409 -4.294 0.377 
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$20, 400 ~ $51, 999 -6.692 0.16 -16.046; 2.660 0.286 -6.978 0.141 
$52,000 - $77, 999 -10.612 0.025 -19.897; -1.328 0.223 10.835 0.022 
$78, 000 or more -13.178 0.004 -22.032 ; -4.324 0.110 13.288 0.003 
Prefer not answering -6.76 0.207 -17.277; 3.755 0.291 -7.051 0.186 
Highest Maternal Qualification 0.105 0.417 -.150; 0.361 
Primary school & Some high 
school Ref Ref 
Completed high school -2.851 0.489 -10.967; 5.263 0.069 -2.920 0.478 
Trade/Technical qualification -9.571 0.026 -18.015; -1.128 0.143 -9.714 0.024 
Advanced diploma -2.644 0.598 -12.516; 7.227 -0.033 -2.611 0.602 
Bachelor Degree -5.8 0.214 -14.965; 3.365 -0.450 -5.350 0.248 
Graduate diploma -9.617 0.053 -19.359; 0.124 -0.051 -9.566 0.054 
Post Graduate degree 
(Master's/PhD) -2.245 0.749 -16.085 ; 11.593 -0.046 -2.199 0.754 
Child age groups at 
questionnaire 0.104 0.417 -0.148; 0.357 
0 - 5 yrs Ref Ref 
6-lOyrs 1.2034 0.776 -7.136; 9.542 -0.169 1.372 0.746 
11-14yrs 1.277 0.787 -12.447; 3.766 -0.023 1.300 0.783 
15-18yrs -5.836 0.183 -14.450; 2.776 -0.081 -5.755 0.189 
19 - 25 yrs -4.34 0.293 -8.030; 10.58 -0.069 -4.271 0.300 
Gender Child 0.106 0.407 -0.146 ; 0.360 0.000 
Female Ref Ref 
Male 1.769 0.519 -3.633; 7.172 0.041 1.728 0.529 
Family and Community 
Supports -0.2 0.089 -0.433 ; 0.031 0.146 0.261 -0.109; 0.403 -0.022 -0.178 0.126 
Developmental Behaviour 
Checklist 0.445 <0.000 0.325 ; 0.565 -0.045 0.729 -0.304; 0.213 0.003 0.442 <0.001 
WeeFIM total -0.151 O.Ql 1 -0.267 ; -0.035 0.089 0.51 -0.177 ; 0.357 0.001 -0.152 0.010 
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Total medical costs AUD 0.00045 0.09 
-0.00007; 
0.00099 0.067 0.604 -0.188 ; 0.322 0.000 0.0004 
Notes 
. a. Univariate comparison was calculated using the difference of the multivariate regression coefficient of Spirituality minus the univariate coefficient of 
Spirituality to determine the effect size of spirituality in supporting maternal mental health (measured by the DASS) 
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Table 12. 
Results of the Final Multivariate Model Using Organised Religiona as the Main Predictor and DASS as the Outcome 
Second predictor Coefficient of Second Predictor Coefficient of Organised Religion Univariate Comparisonb 
Difference 
Multivariate Multivariate, Multivariate Multivariate, in 
Regression Coefficient Regression, 95% Conf.lnt Regression Regression, 95% Conf.Int coefficient Coef P-value p Coefficient p (M coef-
uni coef) 
Marital status 
-0.116 0.561 -0.511 ;0.278 
. . . 
Single Ref Ref 
Married/de facto -6.17 0.187 -15.374;3.034 0.555 -6.725 0.141 
Sibling Number -0.254 0.267 -0.704;0.196 
0 Ref Ref 
-15.046 0.046 -29.834;-0.258 0.142 -15.188 0.044 
2 -12.935 0.074 -27.141;1.271 0.385 -13.320 0.066 
3 -20.083 0.009 -35.075;-5.092 1.207 -21.290 0.005 
4 -9.109 0.304 -26.565;8.345 1.391 -10.500 0.232 
5 or more -9.043 0.309 -26.562;8.474 1.624 -10.667 0.225 
Child age groups at 
questionnaire 
-0.337 0.132 -0.778;0.102 
0 - 5 yrs Ref Ref 
6-lOyrs -4.463 0.417 -15.307;6.380 -0.664 . -3.799 0.49 
ll-14yrs -7.745 0.191 -19.821; 1.030 -1.238 -6.507 0.269 
15-18yrs -9.395 0.077 -22.721;-0.383 1.422 -10.817 0.058 
19 - 25 yrs -11.552 0.043 -19.396;3.905 -2.763 -8.789 0.098 
Highest Maternal 
Qualification 
-0.424 0.06 -0.866;0.0186 
Primary school & Some 
high school Ref Ref 
Completed high school 3.251 0.554 -7.584;14.087 -0.822 4.073 0.461 
Trade/Technical 
qualification -14.984 0.007 -25.754;-4.214 -1.436 -13.548 0.014 
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Advanced diploma -5.1 0.399 -17.018;6.818 0.350 -5.450 0.372 
Bachelor Degree -9.917 0.275 -16.063;4.611 -3.486 -6.431 0.224 
Graduate diploma -13.072 0.206 -25.335;5.499 -1.682 -11.390 0.043 
Post Graduate degree 
(Master's/PhD) -5.726 0.021 -24.161;-l.983 2.474 -8.200 0.296 
Gross parental income0 -0.198 0.373 -0.637;0.240 
Less than $20, 800 Ref Ref 
$2.Q, 800 - $36, 399 -3.788 0.535 -15.823;8.247 0.670 -4.458 0.461 
$20, 400 - $51, 999 -7.473 0.173 -18.273;3.325 0.056 -7.529 0.17 
$52,000 - $77, 999 -11.008 0.043 -21.674;-0.343 0.625 -11.633 0.031 
$78, 000 or more -16.014 0.002 -25.980;-6.047 0.395 -16.409 0.001 
Preffer not answering -16.402 0.009 -28.588;-4.216 0.165 -16.567 0.008 
Maternal Working 
Status 
High skilled & working Ref -0.401 0.069 -0.834;0.032 Ref 
Low skilled & working 2.991 0.545 -6.748;12.731 -0.675 3.666 0.461 
Not working 13.193 <0.000 6.196;20.189 0.730 12.463 0.001 
Unknown 6.936 0.494 -13.042;26.916 -2.801 9.737 0.335 
Family and Community 
Suppo11s -0.07 0.631 -0.359;0.218 -0.264 0.248 -0.715;0.186 0.037 -0.107 0.453 
Developmental 
Behaviours Checklist 
Total 0.443 <0.000 0.304;0.583 -0.208 0.325 -0.625;0.209 -0.004 0.447 <0.001 
WeeFIM Total -0.151 0.05 -0.303;3.37 -0.316 0.184 -0.786;0.152 0.005 -0.156 0.043 
Total medical costs 
AUD 0.0006 0.047 9.04e-06;0.0012 -0.282 0.199 -0. 716;0.l 50 0.000 0.0006 <0.001 
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Notes 
a. Organised religion is measured using the restricted sample(n=146) who identified utilising religious based supports 
b. Univariate-comparison was calculated using the difference of the multivariate regression coefficient of Organised Religion minus the univariate coefficient of 
Organised Religion to determine the effect size of organised religion in supporting maternal mental health(measured by the DASS) 
c. Gross parental income presented in AUD 
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Table 13 .. 
Themes Identified in Qualitative Analysis 
r-1-~ i Mother's l definition of· 
! spirituality 
!~,,,")s;~eW 
Socieities 
misconceptions 
Financial 
Schooling 
jsigr;~f 
I stressors 
:< !0ll"IIF.twS','1'l.lJ'IPWl"-
problems 
Future outcome of their 
with Down syndrome 
I Themes for qualitative results. I 
1 ___ , _____ r·---rn __ .. ., __ ...,,o __ 
Coping ;ind 
t.\cceptance 
Family support 
systems 
Religious 
Beliefs 
Religious 
organisJtions 
Personal 
Beliefs 
- _::a____~~-~~~~--~~-
iExperiences of being J mother to a child with Do·wn syndrome ,md f 
; avenues of support uUlised I 
~·~~~~tjii.,h\M\\ J.ir!\b'!M!W',h&ii' , < M'I,~~ );: W, +,w;.,~"-'I\Fi1Riif.i\%%i,li1" 
Outcomes of being a 
mother to a child 
Do1.vn syndrome 
Spirituality 
Spiritual 
support 
Personal 
Growth 
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Graph 1. 
Results of Perceived Support from Spirituality Using Fewe/1 's Religiosity Scale 
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Graph 2. 
58.2 
Perceived Spiritual Support{%) 
54 
48 
Categories of spiritual supports 
• My personal beliefs have helped 
me to understand and accept my 
child with Down syndrome 
• I am satisfied that out personal 
beliefs arc fulfilling our family's 
spiritual needs 
• Having a child with Down 
syndrome has brought me closer 
to God and my religion 
I seek comfort through prayer 
My personal beliefs continue to be 
a source of comfort in coping with 
our child with Down syndrome 
Results of Perceived Support from Organised Religiona Using Fewell 's Religiosity Scale 
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Notes: 
Perceived Organised Religious Supports(%) 
65 
25.69 
22 
Catergories of religious supports 
• My clegyman/mmister was helpful 
to me when my child with Down 
syndrome was born 
• I am satisfied with the availability 
of religious education available for 
my child 
I am more active in our church 
since my child with Down 
syndrome was born 
• If I had problems with my child I 
would seek help from our church 
• The church has been more 
supportive of me than other 
agencies 
a. Restricted to the sample indicated that they had a religious background (n=146) 
Appendix A 
Whilst many things may contribute to the ups and downs in one's life, we would like to know 
~ether your every day moods and feelings are influenced by caring for a child with Down syndrome. 
>ase read each statement and circle a number 0, 1, 2 or 3 which indicates how much the statement 
plied to you over the past week. There are no right or wrong answers. Do not spend too much time 
ranY statement. 
The rating scale is as follows : 
O Did not apply to me at all. 
1 Applied to me to some degree, or some of the time. 
2 Applied to me a considerable degree, or a good part of the time. 
3 Applied to me very much, or most of the time. . 
I found it hard to wind down. 0 1 2 3 
I was aware of dryness in my mouth. 0 1 2 3 
I couldn't seem to experience any positive feelings at all. 0 1 2 3 
I experienced breathing difficulty (eg. excessively rapid breathing, breathlessness 
li. 2' in the absence of physical exertion). 0 3 
I found it difficult to work up the initiative to do things. 0 1 2 3 
I tended to over-react to situations. 0 1 2 3 
I experienced trembling (eg. in the hands). 0 1 2 3 
Helt that I was using a lot of nervous energy. 0 1 2 3 
I was worried about situations in which I might panic and make a fool of myself. O 1 2 3 
I felt that I had nothing to look forward to. 0 1 2 3 
I found myself getting agitated. 0 1 2 3 
Hound it difficult to relax. 0 1 2 3 
I; · I felt down-hearted and blue. 0 1 2 3 
I. Twas intolerant of anything that kept me from getting on with what I was doing. 0 1 2 3 
>.. I felt! was close to panic. 
11 I was unable to become enthusiastic about anything. 
I felt that I wasn't worth much as a person. 
~; I felt I was rather touchy. 
l 
· I was aware of the action of my heart in the absence of physical exertion 
(eg. sense of heart rate increase, heart missing a beat). 
li I felt scared without any good reason. 
La:..1~~;~:e~l r;;;b";,~d"!~~eL~'vibond, 1993. 
0 1 2 3 
0 1 2 3 
0 1 2 3 
0 1 2 3 
0 1 2 3 
0 1 2 3 
0 2 3 
fhe state of one's health may be of extra importance for a parent caring for a child with 
Down syndrome. The following questions ask for your views about your health. 
Answer every question by marking the circle that best fits your answer. 
If you are unsure about how to answer a question, please give the best answer you can. 
In general, would you say your health is: 
Excellent Very good Good Fair 
0 0 0 0 
The r61'iowing questions are about qCtivities you' might do during atypical day. 
Q:o~s, .· our hec)lth now limit .ou in.these activities? If so how•inu~h7 
Moderate activities, such as moving a table, 
pushing a vacuum cleaner, bowling, or playing golf: 
Climbing several flights of stairs: 
All of 
the time 
, Accomplished less than you would like: 0 
, Were limited in the kind of work or other 0 
activities: 
All of 
the time 
Accomplished less than you would like: 0 
, Didn't do work or other activities as 0 
carefully as usual: 
Yes, 
limited 
a lot 
0 
0 
Most of 
the time 
0 
0 
Most of 
the time 
0 
0 
Yes, No, not 
limited limited 
.a little· at all 
0 0 
0 o, 
A little 
Some of of 
the time the time 
0 0 
0 0 
A little 
Some of of 
the time the time 
0 0 
0 0 
During the past 4 weeks, how much did pain interfere with your normal work 
(including both work outside the home and housework)? 
A little Quite a 
Poor 
0 
None of 
the time 
0 
0 
None of 
the time 
0 
0 
Not at 
all bit Moderately bit Extremely 
0 0 0 0 0 
for~.a~hguestioii~ ~le.ase qlv¢ th@ o'o~ t;tnswer t.ttl.at.conws G!Qsest tothew~w:You !;)~Ve be~n feeling. 
_.;--
nnuch of the time during the past 4 weeks ..... 
All of 
A 
little 
Most of Some of . of the 
ilietime ilietime ilietime time 
Have you felt calm and peaceful? 0 0 0 0 
,, Did you have a lot of energy? 0 0 0 0 
, Have you felt downhearted and blue? 0 0 0 0 
None of 
the time 
0 
0 
0 
!, During the past 4 weeks, how much of the time has your physical health or emotional 
problems interfered with your social activities (like visiting friends, relatives, etc.)? 
All of Most of 
the time the time 
0 0 
Some of A little None of 
the time . of the time the time 
0 0 0 
!. Please discuss the impact that having a child with Down syndrome has had on the health 
· of the family. This may be mental, physical or any other aspect of health. 
Ware, Kosinski and Ke/ fer, 1996. 
Part 2: -57-2 
we are interested in the support you might receive from religious organisations as well as the 
personal comfort you might gain from your spiritual beliefs. 
se circle the response that best applies to you. Even if you are not religious or do not attend 
ch, please read each statement and circle O for"not applicable" if it does not apply to you. 
e questions relate to Does Neither Strongly, ANIS ED RELIGION: . not Strongly agree or 
apply disagree Disagree disagree Agree agree 
My clergyman/minister was helpful to me 0 1 2 3 4 5 
when my child with Down syndrome was bor 
I am satisfied with the availability of religious 0 1 2 3 4 5 
education available for my child 
I I am more active iri our church since my child 0 1 2 3 4 5 I with Down syndrome was born 
I 
!If I had problems with my child I would seek I help from our church 0 1 2 3 4 5 
I The church has been more supportive of me 
f than other agencies 
' 
0 1 2 3 4 5 
I 
J Most of my social activities involve. members 0 1. 2 3 4 5 i of my church/parish community 
1 
~ese questions relate to your Does Neither IRSONAL BELIEFS about religion 
not Strongly Strongly (spirituality: apply disagree Disagree agree or Agree agree ; disagree 
My personal beliefs have helped me to 0 1 2 3 4 5 
understand and accept my child with Down 
syndrome 
I am satisfied that our personal beliefs are 0 1 2 3 4 5 
fulfilling our family's spiritual needs 
a child with Down syndrome has 0 1 2 3 4 5 
brought me closer to God and my religion 
I seek comfort through prayer 0 1 2 3 4 5 
I.My personal beliefs continue to be a source 0 1 2 3 4 5 
of comfort in coping with our child with Dow 
syndrome 
t My personal beliefs are a source of personal 0 1 2 3 4 5 
and family strength to me in everyday life 
fcknow/ed:Jement: Fewelfr 1986. 
Part 2: 59-1 
1 I;\ I' 
AppendixB 
Interview guide 
Introduction 
Thank you for taking the time to talk to me about this rather personal subject. I would 
like to tell you a bit about my study which uses Spirituality and Organised Religion as 
a framework. I will be interviewing several other mothers of children with Down 
syndrome to gain information on their personal experience with spirituality and 
organised religion as a support system. I will be asking many personal questions about 
your experience of having a child with Down syndrome and the religious or spiritual 
aspect of your experience. To eliminate any confusion or misinterpretation, I would 
like to define spirituality and organised religion as conceptualised by the framework 
used in my study. 
Spirituality encompasses both the personal and religious beliefs held by an individual. 
Religious beliefs refer to beliefs that are closely associated with faith, belief in a 
spiritual being and the efficacy of prayer (Fewell, 1986). While personal beliefs are 
conceptualised as an individual's personal set of values or framework for living and 
understanding life (Fewell, 1986). 
Organised religion is defined by Fewell (1986) in this study as a religious institution 
within a community where beliefs and principles are congruent to that organisation's 
written scriptures, creeds and doctrines (1986). 
(This will not be read verbatim to the participant, but outlines the context that will be 
discussed on the outset of the interview) 
Sociodemographics section 
How old is your son/daughter? 
How old were you at the time of birth of your son/daughter? 
Do you have any other children? If yes, how old are they? . 
Child : Male I Female 
Age: 
How did you find out about the diagnosis of your child? 
D Prenatally 
D Post-natally 
What is your occupation? 
Has your occupation changed since the birth of your child? 
Interview Questions 
1. I would like to explore your experience of being a mother of a child with 
Down syndrome. 
Possible Prompts 
• Tell me a bit more 
• How did your life change when you learnt that you were going to have a 
child with Down syndrome? 
• How is your life different now? 
• What adjustments have you had to make in your life 
• How has this affected your family functioning and relationships 
• How has this affected your family relationships. 
2. What were you're thoughts, feelings and what did you do when you found out 
about having a child with Down syndrome? 
3. What were your life expectations or plans before the birth of your child and 
how have these changed? 
4. What is your relationship like with your child with Down syndrome? 
• How is this different to the relationship with your other children 
5. What do you find most stressful of being a mother to a child with Down 
syndrome 
• What sorts of things increase your stress/anxiety levels or have caused you 
stress in the past 
• E.g., acceptance, resources, financial, co-morbidities, behaviour 
• Tell me more about this experience 
Spirituality 
1. I acknowledge that this is an intimate subject but can you tell me what 
spirituality mean to you? 
• How do you understand your personal spirituality 
2. Who supported you spiritually? And what did they do for you? 
• Family, friends, spouse, siblings, organisations ... 
3. As your reflect upon the following experiences, what role did your personal 
beliefs have at 
a. Diagnosis 
b. Birth 
c. Growth and development of your child 
d. Now 
Were these beliefs challenged? If so how? Or did they confirm your position? 
4. What types of questions did you ask yourself at 
a. Diagnosis 
b. Birth 
c. Growth and development of your child 
5. Do you think you have reached acceptance of having a child with Down 
syndrome? 
• What things facilitated acceptance for you 
• How did you know that you have reached this stage of acceptance 
• Tell me more about this journey of acceptance, what typed of emotions did 
you experience; e.g. loneliness, abandonment, challenges 
6. What is it like having a child that is different to your friend's/sister's/brother's 
child? 
7. How has your personal beliefs influenced your relationship with your child? 
8. In the life of your child have you experienced despair and hope? 
• Can you tell me more about each experience 
9. How does your personal beliefs and values influence the way in which you 
bring up your child, spiritually how do these reflect in your child? 
• What values have you passed onto them 
• What do you find most valuable 
Organise.d Religion 
1. Do you belong to a religious group or affiliation? 
2. Did your parents belong to a religious denomination or affiliation? 
3. Did they practise any form of religious beliefs and what role does this play in 
your life? 
4. How has it influenced your participation within this organisation? 
5. How does your religious institute provide support for you and your family? 
Has this changed over time? 
6. What type of support did you receive from your religious affiliation at 
a. Diagnosis 
b. Birth 
c. Growth and development of your child 
7. Have you noticed any changes in yourself in the way you relate to your 
religious organisation? 
Conclusion 
1. Do you think that you have changed as an individual in terms of your personal 
or spiritual beliefs, values and having a child with Down syndrome? 
• Tell me more about this process 
2. How has having a child with Down syndrome contributed your self-definition 
as a person; mother and individual? How has this experience shaped your 
perspective oflifo? 
Appendix C 
Consent form 
1. 1.. .................................................. , herby consent to tak.e part in the research project 
entitled 'Down syndrome and Spirituality' 
2. I acknowledge that I have read the Participant Information Sheet and Consent Form 
3. I understand that if I chose to participate in this study, I will be asked to participate in 
an interview. This will take between one and two hours and include questions that are 
of a personal nature relating to my spirituality and exp~rience in having a child with 
Down syndrome. 
4. I understand that the information I provide will be kept confidential and stored at 
Telethon Institute of Child Health Research (TICHR) with all identifying data 
removed. Information that is transcribed and entered into the computer will be stored 
in a password protected area within TICHR server. 
5. I have been informed that while the information collected through this study may be 
published in a report or journal, I will not be identifiable in any way in the 
publications. 
6. I am aware that I am free to withdraw from the study at any time without prejudice. 
Signed ...................................... . Date ......................................... . 
Researcher to complete 
I, Divia Pillay have described 
to ............................................................................................................. the nature of this 
project and procedures to be carried out and believe that she understands what is involved. 
Signed ......... : ............................ . Date ......................................... . 
n t l 1, 
AppendixD 
WELCOME TO HOLLAND 
by 
Emily Perl Kingsley. 
c1987 by Emily Perl Kingsley. All rights reserved 
I am often asked to describe the experience of raising a child with a disability - to try to help 
people who have not shared that unique experience to understand it, to imagine how it would 
feel. It's like this ..... . 
When you're going to have a baby, it's like planning a fabulous vacation trip - to Italy. You 
buy a bunch of guide books and make your wonderful plans. The Coliseum. The 
Michelangelo David. The gondolas in Venice. You may learn some handy phrases in Italian. 
It's all very exciting. 
After months of eager anticipation, the day finally arrives. You pack your bags and off you 
go. Several hours later, the plane lands. The stewardess comes in and says, "Welcome to 
Holland." 
"Holland?!?" you say. "What do you mean Holland?? I signed up for Italy! I'm supposed to 
be in Italy. All my life I've dreamed of going to Italy." 
But there's been a change in the flight plan. They've landed in Holland and there you must 
stay. 
The important thing is that they haven't taken you to a horrible, disgusting, filthy place, full 
of pestilence, famine and disease. It's just a different place. 
So you must go out and buy new guide books. And you must learn a whole new language. 
And you will meet a whole new group of people you would never have met. 
It's just a different place. It's slower-paced than Italy, less flashy than Italy. But after you've 
been there for a while and you catch your breath, you look around .... and you begin to notice 
that Holland has windmills .... and Holland has tulips. Holland even has Rem brand ts. 
But everyone you know is busy coming and going from Italy ... and they're all bragging about 
what a wonderful time they had there. And for the rest of your life, you will say "Yes, that's 
where I was supposed to go. That's what I had planned." 
And the pain of that will never, ever, ever, ever go away ... because the loss of that dream is a 
very very significant loss. 
But. .. if you spend your life mourning the fact that you didn't get to Italy, you may never be 
free to enjoy the very special, the very lovely things ... about Holland. 
http://www.tandt.co.uk/J ournals/pnntv1ew /'!acronym=w KlJH&lmkt ... 
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